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ABSTRACT 
The stories of the women who live and work in rural settings in New Zealand have 
begun to reveal unique contributions that they have made to their families and 
community. Meeting with and listening to rural women's stories reveals insights into 
the character of these powerful women. 
This research study evolved from a trend the researcher observed as a district nurse 
providing community palliative care in rural New Zealand; that the majority of 
carers of those who are terminally in home-settings are in fact women. 
This qualitative study aimed to explore through guided conversational interviews the 
experiences of four New Zealand women who have cared for their terminally ill 
partners who have subsequently died. 
The study investigated if these women's experiences were comparable to that of 
other women in existing palliative care literature. This research project focused 
particularly on elucidating the women's experience of intertwining the role of 
partner and caregiver. Heidegger's hermeneutic philosophy informed the 
methodology because he focused on what it meant to 'be' rather than 'how we know 
what we know'. The project focused on the meanings the women made of this dual 
role in their lives. Women already in the role of partner were now faced with the 
added responsibility of caregiver to meet the complex needs of their loved one. 
Usually they had no training to prepare them for this experience. The study reveals 
ways in which the visiting palliative care nurse becomes very important to them. The 
women's own voices reveal the high level of respect for their partners and address 
the harsh realities, revealing poignant and striking concerns in their lives. These 
stories are shared with the intent of enriching nurses' and other health professionals' 
understanding of the women's experiences. 
. . 
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The intention ofthe study is to highlight the need for closer attention by nurses to 
women's requirements when caring for their partner at home. 
Understanding these women's experience is not only a way ofhonouring these 
remarkable women but more widely it will inform and possibly transform practice 
through guideline and policy refinement. 
KEY WORDS: terminally ill, New Zealand, rural, women, partners, caregiver, 
home-setting 
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Words, phrases or sentences left out 
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DEFINITIONS OF TERMS IN RELATION TO THIS RESEARCH 
Rural: The area is defined as rural in that it has a population of less than 10,000 
(Ministry of Health, 1999, p.38). In the 2001 census the area researched had a 
population of 4791. Of that, 11 88 were in the township and the remaining 3603 were 
in the surrounding area. The area is geographically large. The nearest base hospital is 
1.5 to 3 hours away depending where in the region the residents live. The area was 
not identified in the study. 
Terminally IU: This term is used to describe the person whose death is expected as a 
result of a natural outcome of a particular disease. These people and their carers are 
aware of the diagnosis and that no more curable treatment is offered. Generally 
people enter our service if their end of life is expected to occur in a year or less. 
Data: This refers to all the narratives that were recorded at the time of the interviews 
and the subsequent transcribed text of these interviews. Data also refers to the 
information recorded in the journal I kept. 
Tapes: Refers to audiotapes. 
Participant: This term refers to the women who were interviewed. They did not 
assist in the interpretation of text but received a copy of the transcript of the 
interviews to check that it was factually correct. 
Palliative Care: The active total care ofpatients whose disease is not responsive to 
curative treatment. Control ofpain, other symptoms and ofpsychological, social and 
spiritualproblems is paramount (World Health Organization, 1990, p. 11-12). 
It is also understood that the goal of palliative care is the achievement of the best 
quality of life not just for the patient but also for families and whanau. 
PROLOGUE 
WOMEN'S WORK 
Women tend the dying 
Women mind the living 
Women heed the calling 
Women, notice the rhythm 
that simple rhythm that exists in the living 
that is also found in the dying 
Women, listen to that gap 
between the last breath and the eternal 
a quietly still sanctuary 
Women, touch cold cyanotic lips 
kissed by anguished mouths 
hot frenzied hands rub hard to bring forth 
Warmth where death waits 
Women, look at eyes 
that once burned brightly becoming dim 
eyes that can no longer see 
turn within and fmally understand 
Women, gather and unite fi-agmented family 
to catch the fmal fleeting moments 
the fire of belonging becomes banked 
in deep sorrow filled hearths 
the gift of the present glowing softly 
in the heart where once gurgling and gasping reigned 
Women, carry high on heavily laden shoulders 
the memories, the knowing 
the magic that is in the stillness 
Women tend the dying 
Women mind the living 
Women heed the calling. 
Diane Johnson (2002) 
... 
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CHAPTER 1 
INTRODUCTION: WHY THIS TOPIC? 
1.1 Researchers Interest 
I work as a district nurse in a rural community. My field of interest is palliative care. 
In rural New Zealand the district nursing service does much of this work. In the 
geographical area where I work this is how the service is provided. 
Since being involved in the care of people in their own homes, I have observed the 
ability of rural women to care for their terminally ill partners; they cope, make do, 
improvise, self-manage and just get on with the job. 
At the end of days where I have visited a person who is dying I find it helpful to 
record moments in a journal. There is a certain pleasure in the writing down of 
events witnessed and special moments that deepen my interest in not only those 
dying but those who take on the care-giving role. In my journal I combine reflective 
writing and fiction. This love of writing helps refme the expertise in my practice and 
is an essential component of my practice reflection. The following excerpt is the first 
entry in my journal. I was so impressed with this woman I needed to write of my 
admiration for her: 
What an amazing woman, today she came up with a novel way to wash (him) now he 
can no longer step over the bath for his shower. Apaddlingpool in the lounge- (him) 
on the shower stool in thepaddlingpool with buckets of warm water. (He) loved the 
feel of the water on his body and a bed bath didn't do it. (She) is truly amazing. 
Whenever there is a problem (she) is able to improvise. 
It is my view that in palliative care it is a common and important part of professional 
practice to write, reflect and represent points kom people's stories, whilst protecting 
their privacy. The intention being that practitioners reflect on their own practice 
when stories are presented as text. I believe by doing this we awaken sensitivity to 
the lives we all live as members of a community. This in turn allows us to make time 
to reflect on life. In research terms, stories invite the reader to have a deeper 
understanding of the participant's world of palliative care. Listening to stories, 
conversations and the mutuality of evolving assessment and responses to the 
situation is central to the way I practice. I was alert to this before the study. The 
interviews with the women in this research reinforced this position. 
I have observed that there is a cost to care giving in terms of these women's own 
health and quality of life. More support and help is required for them to carry out this 
role and remain intact. 
The diagnosis of a terminal illness, especially cancer usually comes as a shock and 
upsets normality. It is an area of nursing where just attending to the tasks of caring 
for a person who is very ill is not enough because it is recognised that the person will 
not survive their disease. My view is that as nurses we cannot stop the inevitable 
moment of death of a loved one, but I argue that we can help patients and families 
cope by providing services and care that meet their needs. When I am in discussion 
with a family, I present my position and role and together we evolve a plan for 
working together through whatever will unfold. It has been of particular interest to 
me that the majority of those involved in caring for the terminally ill person at home 
are women. This does not mean that the majority of people who are terminally ill in 
a rural setting are men; it does however, suggest that women are caregivers and 
partners for their terminally ill husbands in my locality. 
I have lived and worked in this area for many years and have had the privilege of 
observing trends in practice and the community. My interest in shaping care in the 
community has evolved to the point where I recognised that through my own 
deepening understanding ofjust what is required to care for a dying person at home, 
I and women in the community could offer some insights into what occurs. 
It is my observation that nurses reflect on situations they are involved in and often 
try to imagine themselves in the same situation. Some, like myself, record these 
reflections in journal form. Others discuss or debrief with colleagues about amazing 
and challenging situations. This thesis reveals some reflections taken from journal 
recordings. One such example is written below: 
I think my overriding memory of theJirst visit and the preliminary obsewation made 
was what a tragedy this was for (her) even more than I thought for (him). I tried to 
image myself in that situation- (he) was only 5 years older than my husband. 
These reflections have been carefhlly documented, as will be explained later, in a 
fictional form where necessary, to protect members of the community and 
colleagues. 
Through my involvement with palliative care nursing I have learnt to appreciate my 
own family. It reinforces to me how lucky my family and I are to be healthy and well 
but how important it is not to take anything for granted; I think it is easy to believe 
tragedy or illness will never affect your own life. 
I believe this reflection and the observations I have made in terms of women caring 
for their partners have highlighted the interest I have in researching the experiences 
of these women. I felt that if I could fmd a way to tap into their experience they 
could provide a great deal of information to assist nurses working in the community 
and other women who take on the caregiver's role. While writing of their 
experiences for public readership would be difficult, my intention as a clinical nurse 
researcher was to document their conversations and then explore their experiences to 
see if they matched my own assumptions and to review their experiences against a 
range of documented research evidence. In particular, I explored the meanings they 
attributed specifically with regards to combining their role of partner and caregiver. 
This was of particular interest as I had only been able to locate limited research 
identifying this phenomenon internationally and I found no studies undertaken 
specifically on or identifying this topic in New Zealand. 
1.2 Study Overview 
This study examines the experiences of four New Zealand rural women who have 
cared for their terminally ill partner who has subsequently died. I proposed that an 
appropriate qualitative design for researching this sensitive topic was a 
conversational interview methodology that was informed by Heidegger's interpretive 
phenomenology. 
The four women who agreed to take part in the study were interviewed using a 
framework for interviewing guided by researchers Colaizzi and Van Manen. The 
collected data was analysed initially using the first six steps of Colaizzi's (1978) 
framework for analysing interviews. This first level of analysis enabled me to gain a 
position from which to use the work of scholars Max van Manen and Patricia Benner 
to conduct a process that allowed me to deepen my understanding of women caring 
for their partners. 
1.3 Outline of Chapters 
Chapter one outlines my interest, concerns and focus in the topic being researched 
and provides an overview of the thesis. I introduce my interest in palliative care and 
my intrigue with rural women I have encountered when conversing with them and 
assisting them to care for their terminally ill partners. It also introduces some 
existing assumptions pre-understandings and my love ofwriting about what I 
witness. and reflect on. 
Chapter two explores stories kom practice and relevant literature that informs the 
research topic. A review of the literature is presented, focusing on dying at home, 
and the impact on the women who provide palliative care at home. The stories from 
my practice journal are used to identify my philosophy of practice and my existing 
assumptions and possible biases. The final section of chapter two introduces the 
reader to the research focus, an exploration of the lived experience of a female 
partner caring for her terminally ill partner. 
In chapter three I discuss in depth the research methodology, exploring Husserl and 
Heidegger's perspectives of phenomenology and debate the value of using 
Heideggerian phenomenology for this study. I also examine my own philosophical 
kamework as a clinical nurse researcher and the use of phenomenology in nursing 
research. 
Chapter four specifies the design of the study. It outlines the setting, participants, 
methods used for gathering the data and how rigour and trustworthiness will be 
hallmarks used to validate the fmdings. The process for conducting the analysis and 
interpretation of the data is described. The reader is introduced to my appreciation of 
the scholarship of Colaizzi, van Manen and Benner and their influence on nursing 
research is considered. 
Chapter five is a detailed summary of the numerous ethical issues that needed to be 
addressed in conducting this project which included addressing the research and 
practice implications of the Treaty of Waitangi, one of the founding documents in 
New Zealand. 
Analysis and interpretation of the conversations with the four women participants 
and my reflections is the focus of chapters six and seven. Chapter six introduces the 
reader to the four women in the study. The chapter explores my own pre-study 
assumptions, understandings and biases and supports these with pre-existing 
literature and direct quotes from the interviews with the participants. The two themes 
elicited from the conversation transcripts of responses to health issues and inner 
strength are explored. 
Chapter seven examines and interprets the understandings and meanings the four 
women revealed when they were both partner and carer for their dying husbands. 
Discussion of the fmdings and implications for practice, the role of the palliative care 
nurse, and the limitations and strengths of the study are revealed in chapter eight. 
Chapter nine synthesises the ideas presented in the thesis and identifies and offers 
some directions for practice education, policy and research. The final words belong 
to the women. This chapter briefly summarises the key points identified by the 
women, these remarkable women who turned their full attention to being both 
partner and carer for their terminally ill husbands. 
CHAPTER 2 
WHAT IS ALREADY KNOWN? 
Chapter two explores whether dying at home rather than in an institutional 
environment is an increasing option and identifies possible reasons for this. It 
examines if women are in fact the main providers of care in a home-setting and the 
impact of this on their lives. Stories from practice highlight my own assumptions of 
this practice, and a literature review of these areas reveals evidence of current 
practices and trends in thinking. 
2.1 Dying at home 
The New Zealand Palliative Care Strategy states, 'Tn New Zealand, palliative care is 
mainly delivered to people in the home" (New Zealand Palliative Care Strategy 
[NZPCS] 2001,p.34). It is obvious in my practice environment "People who live in 
rural areas may often have significantly reduced access to palliative care" (NZPCS, 
2001, p.45). 
The Ministry of Health (2002), in New Zealand predicts that there will be an 
increase in cancer over the next decade, for both genders and in most age groups. Of 
those diagnosed, approximately 50% will die from it. 
Through my involvement in caring for dying people it is also clear to me that most 
people express a desire to die at home. There are however issues associated with this 
desire to die at home, which are recognised in national policy. "Patients who do not 
have sufficient support at home may have to be admitted to a hospital, hospice or rest 
home" (NZPCS, 2001, p.44). 
The funding issues are complex and multifaceted no matter the place of care and are 
beyond the scope of this study. However with hospice services in New Zealand 
relying greatly on fundraising and donations, possible links between patterns of care 
and styles of funding would make an important future study. 
International research supports the view that people wish to die at home for a 
particular stated reason and this is generally framed as follows: In an editorial 
written for the Clinical Geriatrics Journal (1999), the opening line states " Most 
terminally ill patients embrace a desire to die at home rather than in a desolate and 
sterile institutional environment "(p. 1). I would argue that it is not so much that the 
dying person doesn't want to be in an institution, as they fear being away from that 
which is familiar. I recognised that to hand over control, change routines and 
experience separation from the support of friends and family must be very 
fkightening. 
I am also aware that palliative care does not exclusively offer care for people with 
cancer, but cancer sufferers constitute by far the largest portion of those receiving 
palliative care services, both as inpatients and in a home-setting. Those who do not 
have cancer might include a person with motor neurone disease or a person who has 
been discharged from an acute service such as dialysis or intensive care for terminal 
care at home. I totally support the person's decision to be in their own environment 
and can see from a hospice service point of view this is also most desirable. While I 
do not have figures for New Zealand it could be said that the cost savings might be 
considered to fall in the vicinity ofwhat has been calculated in a North American 
setting, where cost savings of 39% to 51% have been made for a hospice service, 
when terminally ill patients are nursed in a home hospice service rather than in 
institutional hospice care (Carney &Bums, 1991). In a cost contained environment, 
according to the above argument, a hospice service interested in saving money may 
well put pressure on families to care for their loved ones at home whether they are 
prepared and supported to undertake this or not. American nurse researchers Boland 
and Sims (1 996), noted in their grounded theory research that there had been a 
tremendous growth in the number of patients being cared for at home. They argued 
that one of the main reasons was the pressure to contain health costs. With this 
pressure, the need to support the carers is highlighted. Boland and Sims 
acknowledged this when they said, 
As home-health care and the pressure to reduce health cost increases 
nurses should support those who care for people at home. High quality 
care must extend far beyond the boundaries of hospitals into the lives 
and experiences of caregivers at home. (Boland & Sims, 1996, p.58) 
This assertion resonates with my own view on the important role that nurses have in 
home care. While I have not experienced any coercion to care for people at home in 
New Zealand due to cost containment, it interested me that in the very different rural 
setting of Uganda, another study by Taylor, Seeley and Kajura, (1996) echoed the 
fmdings of the above study. 
In my practice area, as far as I am aware, there has been no pressure fiom health 
services to care for terminally ill people at home. However I believe there is a social 
and cultural expectation that this will happen. There may be a need for future 
research to see if in fact we have missed a cue in the community that an economic 
imperative does in fact drive the increased numbers of people dying at home. If the 
trend is those dying wish to remain at home then it is crucial that the experiences of 
those providing the care needs to be examined. How else will services know if what 
they are providing is appropriate and adequate? And how will nurses know if they 
are able to sustain the need for care of the terminally ill at home, the cost of which is 
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also uncalculated in New Zealand. The training for this as a specialised role is 
acknowledged as needing postgraduate education in the UK( Calman-Hine Report, 
2004) and is supported by the Clinical Training Agency Funding for the 
Postgraduate Certificate in Palliative Care Nursing in New Zealand. 
2.2 Women as providers of care in a home-setting 
I talked with (her) about the possibility of (him) dying soon. Was she comfortable 
with the idea of continuing to care for (him) at home? (She) told me she was his wife 
and was happy to be able to cave fov (him) at home and said the decision was made 
easier knowing there was support from her family, GP and hospice service. 
When I reviewed the international literature centred on home-based care it 
demonstrated that in the home-setting the majority of carers are women. In the USA 
a nurse researcher found, "It is not unusual for wives to act in a caregiver role. In 
fact, women are socialized to make personal sacrifices and care for their families" 
(Schott-Baer, 1993, p.234-235). The following Canadian research further supports 
this: 
It is estimated that 72% of family caregivers are women (Gaynor, 
1990). For male patients who are married, responsibility for the care 
tends to fall on their wives. This is a 24-hours-a day responsibility, 
which may continue for years. (Ross & Graydon, 1997, p.24) 
This implies that the challenge of care falls on women when their partners are dying. 
This can be unexpected and there is no known time frame for what is to be 
encountered. The following reveals the personal sacrifice made by the woman in this 
reflection: 
As we talked today (she) told me how difficult it was caring for him. 
He refused to talk about how ill he was. They had not been together 
long and this was not in the plan. The relationship had its ups and 
downs and things did not always run smoothly at the best of times. 
(He) being ill had added another tension and strain that had made 
things worse. But (she) felt she could not leave now. 
The American study by Boland and Sims (1996), around the experience of care- 
giving for ill family members found that of the 17 caregivers interviewed, 14 were 
women. These women were caring for varying age groups and the medical problems 
related to a variety of illnesses, including birth defects, cancer, diabetes, strokes and 
surgery recovery. Another study carried out in Canada, by Weitzner and McMillan 
(1999), looked at quality of life issues for family caregivers of people receiving 
home hospice care. Of the 238 caregivers involved in the study 75% were women. It 
was not surprising to find all 9 carers in a study carried out in Scotland by Gall, 
Atkinson, Elliot and Johansen (2001) around supporting carers of people diagnosed 
with schizophrenia, were women. Ifwe assume therefore that it is possible, although 
not soundly documented as yet, that the majority of home based carers are women, 
then we can consider the possibility that the majority of support for home based 
palliative care, for terminally ill men is provided by their female partners. In hture it 
would be interesting to research the literature to ascertain the role of other family 
members. "According to Emlett (1996) it can be assumed that the supportive person 
for critically ill men is usually the wife.. ." (cited in Bergs, 2001, p.613). 
Identifying New Zealand literature specifically identifying women caring for their 
terminally ill partners proved difficult. However one notable study by Niven (2001), 
a phenomenological thesis entitled, Living toward Death, also noted the need for 
hrther study on kin as caregivers. "As the chronicity of cancer increases, the issue of 
the effect on kin as caregiver will need fkther studyn(Niven, 2001,p.76). 
2.3 The impact of being a carer at end-of-life: stories from practice that 
highlight the researchers' assumptions and pre-understandings 
Interestingly van Manen's suggestion that it is not that the researcher knows too little 
about the phenomenon being investigated but that they know too much (1984), and 
perhaps do not take the time to reveal what they know, has provoked me to be 
courageous and reveal what my reflections are on this topic. I have been involved 
with women who care for their dying partners for a long time during my nursing 
career. And therefore it is difficult not to already have assumptions, beliefs and 
biases. I argue that it is important to bring these to the research at an early stage, as 
they are part of the study. I have therefore highlighted these understandings in direct 
quotes fiom my practice journal, which is the diary I write in often after my working 
day. This diary is not to he confused with the field journal discussed in Chapter 4 
and used as part of the interview process. I have incorporated fictionalised versions 
of these reflections [as above] fiom this journal and interspersed this with research 
evidence to show how when searching for literature in this area stories from practice 
came to mind. Each reference and story provoked insights fiom me, enabling a 
narrative to evolve. This allowed me as a nurse researcher to conceive of the women, 
their partners and families in this situation. 
An Australian article by Aranda and Hayman-White (2001) reported that in a 
phenomenological study of 42 family caregivers involved in home-based palliative 
care, the family caregivers are involved in symptom management, therapeutic 
interventions and take on almost total responsibility for household tasks. 
I recalled a couple where: 
(He) was in bed today. (She) had obviously been ciying and continued 
with the vacuuming while I talked with (him) in the bedroom. The 
smell from the kitchen suggested that the evening meal had already 
been prepared. (She) walked out to the car with me and confided that 
she was concerned about (him). (She) told me (he) was not taking his 
medication regularly or correctly even though (he) ~ l a s  telling me he 
was. (She) and I talked about this. (She) is frightened to intefefere in 
case he gets angiy. I said I would talk with him and encourage (him) 
to allow (her) to have a more active role in helping him with his 
medication. 
As reported by North American researchers Navaie-Waliser, Feldman, Gould, 
Levine, Kuerbis and Donelan (2002), reliance on family caregivers without 
considering their ability to provide that support can create a stressful and potentially 
unsafe environment for the caregiver and the receiver of the care. 
This situation was particularly obvious in this family setting: 
This morning started earlier than usual. A call out at 0630hrs. (She) 
was clearly distressed as (he) was extremely short of breath. (She) did 
not seem to realise it would be easier for him to get his breath if he 
was sitting upright instead of lyingjlut in the bed. We were able to 
prop (him) up on some pillows, (she) could not have done this on her 
own, it was dijficult enough with the hyo of us. Once he was more 
relaxed his breathing eased. How does (she) manage day after day? It 
must be difjcult,for older women who are frail themselves to help 
their husbands who are physically demanding and dependant on their 
wives for much oftheir care. (she is already suffering from a sore 
shoulder helping him out of a chair). 
Maybe there is an implicit assumption that female partners should and are able to 
cope with caring for their terminally ill partners? Perhaps we have an expectation 
that women involved in caring for their terminally ill partner should provide support 
and take part in interventions that they are ill prepared to provide? 
This reflection reveals needs and wants as becoming a balancing act: 
(She) appeared at breakingpoint today "No one thinks about me, 
family members arrive andjust sit. " 
(Ze)  expressed his,frustration with friends visiting stating that he and 
(she) had no time to themselves. It must be a bit of a balancing act as 
fie) obviously likes to see some of the visitors but the time they have 
left together is important and they resent the intrusion on that time. 
(She) said it is hard to get information, "they" (meaning the doctors) 
never tell you much. 
(She) said the nurses are always busy and I don't like to hold them up. 
Bergs (2001) phenomenological study highlighted that wives neglect their own 
health and she uncovered health problems that these wives experienced. Problems 
identified were physical fatigue, sleeping difficulties, fiail mental health and feelings 
of depression. Gaynor (1990) a North American researcher, also noted sleep 
deprivation, depression and stress-related disorders, specifically hypertension and 
heart disease, were common among female caregivers. 
I recall many situations when the caregiver was, in my assessment, simply worn out 
as this reflection reveals: 
The relief seemed only temporay and (he) became more and more 
confused and disorientated. (She) was$nding it extremely difficult to 
manage. (She) admitted to being v e y  tired and a recent BP check 
highlighted the need for medication for hypertension. We chatted 
about some time out. (He) was admittedfor respite/symptom control. 
Although (she) was reluctant to be separated from (him) for any length 
of time (she) caught up on some much needed sleep. After a few days 
(he) returned home again. 
These same problems were noted by American nurses, Munro and Sexton (1985), 
when they collected data ikom questionnaires to determine the impact of a husband's 
chronic illness on the spouse's life. 
It appears as a consequence of the stress that lifestyle changes occur for the wife who 
cares for her husband. A Canadian study carried out by Ross and Graydon (1997), 
very usehlly reported these changes in the actual phrases used by those studied. 
Phrases such as being housebound, decreased visitors, I have to do everything and I 
miss the help around the house indicate the state of being. From comments like this 
we can assume that due to terminal illness, the partner is no longer able to participate 
in the activities and chores they usually do thereby increasing the burden on their 
female partner. Not only do they become the main carer, they are now responsible 
for all the running of the household. It appears the demands placed on these women 
are extensive. 
It seems obvious that the work falls on one person but when it is written as a 
reflection it becomes quite stark: 
Not only does (she) attend to all his caring needs but today when I 
called (she) was out mowing the lawns. 
(She) expressed concerns about not feeling she can leave (him) for any 
length of time. (She) isJinding it difficult to do the shopping andpay 
the bills. 
(She) said the biggestproblem is that she doesn't drive and she hates 
relying on family to take her shopping etc. (She) doesn't like imposing 
on their time. 
Such evidence supports my contention that women are the main carers and that 
female partners of those who are terminally ill provide the majority of care in a 
home-based setting. I concluded that further research in a rural New Zealand setting 
would usef~~lly identify issues and generate knowledge pertinent to the New Zealand 
situation. Given the statistical projections for cancer, which indicated increases and 
the community desire to die at home, home-based care looks likely to increase. 
Nurses are the ideal researchers to examine the concerns and issues raised by female 
partners as carers to help support them in this role. By enriching our understanding 
of these women's experiences I believe we will be better able to provide this support 
and develop appropriate specialised palliative care services in rural settings. 
2.4 The Question: the research focus 
I fiamed the research focus as a exploration of the lived experience of a female 
partner caring for her terminally ill partner because the longer I work in the field of 
home-based care, the more I observe rural women providing excellent care for their 
terminally ill partner. 
In my work role I form a working partnership with these women and rely on them as 
integral to the holistic assessment I cany out at each visit. They are able to provide 
up to date information about their partner and I have become genuinely interested in 
hearing about their experiences. It is the documentation of these experiences, the 
everyday conversations and often taken-for-granted, that inform this study. Perhaps 
the key to conducting this research was the recognition that these women could be an 
important source of detailed knowledge for rural nurses and other rural women in the 
same situation. 
The objective of this research was therefore to examine the experiences of 4 rural 
women in New Zealand who have cared for their terminally ill partners, thereby 
gaining their perspective of the lived experience of this phenomenon. To understand 
their perspective I needed to document their stories and reveal the meanings these 
women made of this unique experience and discover if the assumptions and pre- 
understandings I already held, matched what I found when I interviewed the women. 
It also required that I examine their experiences in terms of the existing research 
evidence documenting the intertwining role of partner and caregiver. Focusing on the 
women's own words of our conversations, drawing the women out about their ability 
to assess the situation guided my direction of the study. Reconsidering and valuing 
my ability to sensitively engage the women and then interpret their stories and 
present them as exemplars that they both recognised and supported was essential to 
the process. 
Having listened to these conversations I asked women who had cared for their 
terminally ill partner to tell me most specifically about their experiences of 
intertwining the role of partner and carer. I felt there was a necessity to have some 
questions to use as prompts during the interview. These will he discussed under the 
section pertaining to method. 
In this chapter I identified the focus, aims and specific objectives of the study. I 
identified there is a need for the study due to the increase in people dying at home 
and possible reasons for this. It also discussed women as caregivers and the impact 
of this when involved in end-of-life care. An important area covered in this chapter 
was to acknowledge my assumptions and pre-understandings of this phenomenon. I 
used fictionalised stories fiom my own practice to illustrate issues exposed in 
existing research on this topic. 
The following chapter will examine phenomenology, the methodology chosen to 
undertake this study. 
CHAPTER 3. 
AN APPROACH TO RESEARCH: PHENOMENOLOGY 
3.1 Introduction 
Since beginning academic study I have been more and more drawn to the philosophy 
of phenomenology and what it has to offer nursing in terms of practice, research and 
knowledge. I was interested in using interpretive phenomenology to explore the 
experiences of rural women caring for their terminally ill partners. In this chapter I 
briefly explore the history of the phenomenology movement begun by Edmund 
HusserI(1859-1938) and look at three ofthe central concepts in his perspective, 
lifeworld, intersubjectiviy and intentionality. Secondly I examine the 
phenomenological perspectives of Heidegger in relation to nursing research 
discussing the major features of his approach. Thirdly I look at recognising the 
importance of my own philosophy in undertaking this phenomenological research. 
The fourth area addressed in this chapter is the use of phenomenology in nursing and 
I introduce the reader to Patricia Benner, a well-known nurse phenomenologist. The 
chapter concludes with a summary of phenomenology and justification of my use of 
this methodology. 
3.2 Phenomenology: An exploration of Husserl's perspective. 
Phenomenology is a 20" century philosophical movement developed by Husserl 
(1859-1938). The movement is dedicated to describing the structures of experience 
as they present themselves to consciousness, without recourse to theory, deduction or 
assumptions from other disciplines such as the natural sciences 
(Microsoft Q3 Encarta @ 97). 
According to Gillis and Jackson (2002) Husserl introduced two ideas that are pivotal 
in phenomenology: lifeworld, the world of the lived experience and intersubjectivity, 
what we experience in our daily lives and our understanding of these experiences. In 
our lifeworld we are able to experience subjectivity, our own thinking, feelings and 
our personal feelings. We know that lifeworld is central to phenomenology and that 
lifeworld is our own experience. Husserl expanded on this. According to Drew 
(1999), Husserl understood that it is possible for all of us to have the capacity for 
self-awareness and that we are aware of each other's capacity do this. This reflective 
ability allows us to "continually expand understanding of the world and our 
relationship with it and with each other"(Drew, cited in Polifroni & Welch, 
1999,p.263). This major concept, of intersubjectivity, places great importance on 
subjectivity. Our thoughts and feelings enable us to create our truths and realities and 
what we discover and know appears in our wnsciousness. They appear in our 
consciousness, as we understand them, without influence fiom theory or others. This 
is our experience of the lifeworld and I believe it has as much truth and validity as 
any other view: 
If I, as a human being employing my natural modes of thought, look at 
the perception, which I am undergoing at the moment, then I 
immediately and almost inevitably apperceive it (that is a fact) in 
relation to my ego. It stands there as a mental process of this mentally 
living person, as his state, his act; the sensory content stands there as 
what is given or sensed, as that of which I am conscious; 
and it integrates itself with the perception of objective time. (Husserl 
(1964), cited in Polifroni & Welch, 1999, p.247) 
Another central concept of Husserl's phenomenology is intentionality " the 
specifically phenomenological act of the mind by which the ESSENCE of a mental 
phenomenon is constituted" (Bullock & Trombley, 1999, p.435). ESSENCE is 
defined as 'The set of properties of a thing or of instances of a kind of thing which 
that thing or those instances must possess if it is to be that particular thing or they are 
to be instances of that particular kind" (Bullock & Trombley, 1999, p.283). Drew 
(1999) noted that these ESSENCES are then universal patterns of experiencing. 
Husserl made intentionality the founding characteristic of phenomenological 
reflection. Through a series of reductions he hoped to reach the objective truth. One 
of the most important reductions for Husserl was that ofbracketing, a process by the 
researcher in which they put aside their own views and perceptions around the topic 
with a view to not influencing the research material. 
If using Husserl's method of phenomenology in research, using his beliefs around 
lifeworld and intersubjectivity, the researcher undertakes repeated reviews of the 
data to find the ESSENCE, themes or what stands out. "It is this 'standing out' that 
phenomenological researchers then must consider, for it signifies the intentionality 
that Husserl repeatedly emphasized as central to phenomenology". (Drew as cited in 
Polifroni & Welch, 1999,p.269). Husserl concentrated on the epistemological 
concerns of what kind of knowledge was possible and how that knowledge would be 
both adequate and valid. Welch (1999) noted that a criticism of Husserl was that 
while he described a method of research he never used it with humans. 
3.3 Heideggerian Phenomenology. 
Martin Heidegger (1889-1976) was a student of Husserl. He expanded on Husserl's 
epistemological stance of how we know what we know and changed the central 
focus of philosophy fkom epistemology to ontology. The central question for him 
became what it means to be, rather than how we know what we know (Welch, 1999). 
He investigated the nature of existence of that entity which, I am - he called it 
Dasein. Dasein is a particular way of existing, literally Being- There. While it is a 
difficult concept to grasp, it is essential to understand when using his perspective in 
nursing research. Dasein then is not just about physically being in the world; it is 
also about the way we are in the world, Being-in-the-world. Being-in-the-world 
allows us to see what is significant and that significance is the background for more 
reflective understanding (Welch, 1999). If we are able to understand a patientlfamily 
in a context of illness, for example, what they value or find significant shows up. It is 
also important to note that 'world' in a phenomenological sense is not the physical 
world. "Phenomenologically, world is the meaningful set of relationships, practices, 
and language that we have by virtue ofbeing born into a culture"(Leonard, 1989, 
p.42). We depend on our shared history, skills and practices to give us meaning and 
intelligibility (Leonard, 1989). We are able to share these background practices and 
familiarity. This makes it possible to have shared and individual interpretations of the 
world (Plager, 1994). Because we are so familiar with our world it allows us "to make 
sense of what we are doing, makes it possible to do the activities we are doing, and 
allows for possibilities we have not yet doneS(Plager, cited in Benner, 1994, p.70). 
Plager, noted that the downside to this familiarity is the possibility of certain aspects 
being missed because many things are taken for granted. For example it is possible to 
take good health for granted not considering what this means until we become unwell. 
It is evident that both Husserl and Heidegger were interested in what we know from 
experiencing it in our daily lives. However it is my view that what Heidegger 
believed was of more importance, was what that experience meant and to then 
interpret and analyse that information. 
While Husserl argued that it was necessary to 'bracket' the interpreter's personal 
experience so as not to influence the research material, Heidegger did not agree. In 
Heidegger's hermeneutic or interpretive phenomenology, bracketing is not possible. 
Because interpretive phenomenology involves considerable reflection, it is 
impossible and indeed unwise to 'bracket' your own experiences and views of the 
phenomena you are researching. Therefore, the interpreter and the interpreted cannot 
exist without each other. According to Drew (1999) hermeneutical researchers such 
as Heidegger believe that it is impossible to remain neutral because it is impossible 
to free one's self from being a member of the lifeworld, the foundation from which 
all research comes. It is however necessary to acknowledge our familiarity and 
background with a situation that allow us to interpret that situation. It is because of 
our background in a situation that we have a view. For example, my interest is in the 
experiences of wives caring for their terminally ill husbands. Because I am involved 
with this phenomenon I had many expectations, assumptions and pre-understandings 
ofwhat might be revealed during the interviews. According to Gillis and Jackson 
(2001) these self-understandings must be identified and acknowledged as they could 
influence the interpreting of the text. It is however unrealistic to set them aside. 
Heidegger's idea was to start with the kind of being that each of us 
manifests, in order to open up the more general question, and to adapt 
Husserl's phenomenology as a method to be used in the inquiry. 
(Mautner, 1999,p.242) 
According to Plager (1994,pg 122) the crucial issues in how a research project is 
approached are the questions that are asked and the researcher's self-understanding 
of the topic. She further believed that this was the claim made by Heidegger when he 
investigated the meaning of 'Being' in his book, Being and Time. In this study I 
have relied on other people's interpretation of his text due to time restraints and the 
obscure language he uses. 
In summary, it appears that Husserl used phenomenology as an epistemological 
method to disclose what type of knowledge is possible to elicit. For Heidegger, 
whose philosophical stance was also grounded in phenomenology, he situated his 
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investigation with ontological concerns. He used hermeneutic phenomenology to 
discover what an experience or phenomenon meant for the person being investigated 
by interpreting and analysing the information collected. This form ofhuman science 
offers a nursing research methodology that I feel is well suited to examine the 
experiences of nurses, patients and families involved in palliative care. 
3.4 Personal philosophic framework. 
I believe the tenets described in phenomenology could be seen as underpinning the 
nursing kamework that shapes my practice. I see them reflected in the text of my 
own nursing philosophy that follows: 
I 13ELIEW NITRSING IS A SPECIALISED 
EXPRESSION OF CARING. THAT CARING ENABLES 
Ml< T O  FEEL CONCERN, T O  FEEL A LOVE, OR 
LIKING FOR MY PATIENT. IT IS HOW I AM ABLE 
'I'O ATTEND TO, PROVIDE FOR AND CONNECT 
WITH THAT PERSON. 
THAT CONNECTION ENAl31,ES ME T O  GET T O  
KNOW THE PERSON, AND TO TRY T O  
I TNDERS'I'AND THEIR WORLD. IT ENA13LES MI< TO 
CARE IN A HOLISTIC WAY, CARING FOR THE 
WHOLE PERSON NOT SEPARATING THE MIND 
AND THE BODY, FOCITSING ON THE PERSON NOT 
THE PROBLEM. 
I BELIEw IN THE PATIENI' AND FAMILY BEING 
INVOLVED IN AIL  DECISIONS ABOIrT CARE AND 
TREATMENT OPTIONS, RESPECTING THEIR 
VIEWS AND CHOICES, BEING SlIPPORTIVI< BIIT 
N O T  INTRIISIV13, ACCl<PTING THAI' MY VIEW IS 
ONLY ONE VIEW. I BELIEVE THAT IN ORDER FOR 
ME T O  PRACI'ISE EFFECTIVELY I HAW< 'I'O 
INTLGM'I'E MY PERSONAL AND PROFESSIONAL 
SELF. 
I also recognise that when conducting nursing research this philosophy supports the 
authenticity of the work when the chosen methodology bears some relationship to 
the researcher's own worldview and philosophy. It is necessary to have a deep 
interest in what it is you are investigating for it to be meaningful to the researcher 
and the readers ofthe study. 
Drew (1999) noted that thoughtful reflection of our own experiences around the 
phenomenon being studied is required to understand why something is meaningful. 
In doing this, our values and beliefs around the topic are closely examined. 
When we understand our personal connection to a theme then we 
begin to look at our own consciousness of the phenomenon under 
investigation, and we have begun the interpretive process. If we 
simply describe a phenomenon, however succinct and exquisite the 
description, we have not given a phenomenological account of it. It is 
not enough to write about our participants' experiencing; our own 
experiencing of the study belongs to the data as well. (Drew, cited in 
Polifroni &Welch, 1999, p.270) 
I have worked in palliative care for a number of years and much of the focus of my 
work is around being with the person who is dying. Aligning my practice around 
phenomenology has made me more aware of looking at the patient as a person and 
the necessity to be with the patient who is in need. 
3.5 The use of phenomenology in nursing. 
Since commencing my academic study I am aware that many nurses have and are 
exploring phenomenology to describe and understand nursing situations. Madjar and 
Walton (1999), suggest that the current interest in phenomenology "has something 
to do with what it is that nurses ' already know' about nursing" (p.2). They also 
suggest that, 
Phenomenology offers nurses a way of thinking about their practice 
that is at once simple and familiar, and yet which brings forth 
understandings that are often novel and complex. The understandings 
made possible through phenomenological inquiry help to put meaning 
into the everyday world of practice and human interaction. Given that 
nursing is concerned with some of the most intimate occasions in 
human life, it does not seem surprising that phenomenology, which 
allows nurses to reflect meaning of their work, should be attractive to 
clinicians and researchers alike. It offers a way to the soul of nursing. 
(Madjar & Walton, 1999, p.3) 
This sits well with me and sums up nicely what attracted me to use phenomenology 
in this study. I believe that as a clinician my practice could be positioned within a 
framework that recognises the hallmarks of phenomenology. 
One of the more well-known nurse phenomenologist is Patricia Benner. She has used 
phenomenology to examine the 'lived-world' of the patientlclient. Benner used a 
phenomenological approach to understand and explain the lived experience of health 
and illness and what phenomenology has to offer nursing science and nursing 
practice. This can been seen in her work Novice to Expert (1984), The Primacy of 
Caring (1989) and Interpretive Phenomenology (1994). The phenomenological 
stance of Martin Heidegger appears to have greatly influenced her work and through 
Benner's scholarly inquiry I have found a desire to understand more about the 
experience of illness and suffering in the field of palliative care. I agree with Benner 
when she says, "Heideggerian phenomenology generates forms of explanation and 
prediction that offer understanding and choice, rather than manipulation and 
controP'(Benner, 1985, p. 10). 
According to Gillis and Jackson (2002) phenomenologists validate knowledge that is 
derived from experience. They also believe that intuition is important in knowledge 
development and that intuition is developed through looking and listening. I argue 
this is certainly the case in expert nursing and the following exemplar from my 
journal demonstrates the importance of intuitive knowledge: 
Today (his) catheter was not draining well and the urine was leaking 
around the catheter. (She) was having to change the clothes and 
bedding often to keep him d y .  This was an added stress and one (she) 
could do without. I had seen this happen before -particularly when 
someone is constipated. On questioning they did not think (he) was 
constipated as he had been on the toilet regularly and his bowels had 
moved. My intuition told me to see if (he) would allow me to check his 
rectum. (He) was obviously constipated and I needed to give him an 
enema to clear the backlog. This done the catheter,flowdfreely. 
Nursing knowledge needs to be gained from a variety of research methods because 
the knowledge required in the science and art of caring is complex and challenging. 
For many years much of nursing knowledge was gained from the empiricist view. 
Polifroni and Welch (1999) noted that knowledge gained primarily through the old 
empiricist view appears limited1 lacking. It tends to generalise, be restricted to 
observation and have limited explanatory power. I argue it has a narrow view and is 
unable to see and present the whole picture or wider view. I believe an empirical 
perspective can result in paternalistic power relations. This was how the medical and 
nursing worlds were played out when nursing training was framed almost entirely on 
the medical model. 
With nursing now gathering knowledge from nursing research it is clear that the 
exclusivity of the traditional scientific approach is being challenged. Nursing is more 
than a science and there is a need for philosophical examinations of nursing. I 
believe that with the number of studies undertaken by nursing academics using 
phenomenology as a methodology, nursing is joining the search for the fundamental 
issues of meaning. Studies such as Berg's (2001) phenomenological study of the 
experiences ofwomen caring for their husbands with a chronic illness or Rose's 
(1 990) study on the inner strength of women, are examples of researching the lived- 
experience. By accessing these women's explanations of the phenomena they 
experienced in their daily lives and entering into that experience, useful data was 
generated and interpreted to add to knowledge around the concept of quality of life 
for wives who are caregivers and highlighted their meanings of these phenomena. 
3.6 Summary 
Wilke (1997) noted that qualitative research is often the best approach when 
researching aspects in palliative care. With my interest in listening to stories of the 
experiences ofwives caring for their terminally ill partners, Heiddeger's sensitive 
method of uncovering descriptions of this phenomenon appears to me to be an ideal 
choice. I believe like Heiddeger, that it is not possible to separate oneself fiom the 
world and that our own involvement with others is what shapes our understanding 
and interpretation. Plager (1999) noted that reliance only on the Cartesian mode of 
inquiry leaves out significant meanings and that people's stories can fill considerable 
gaps in our understanding that the traditional empirical method does not include. 
I have noted in my philosophy I believe that patients should be involved in all 
decisions about their care. In palliative care the focus is not just on the patient but 
includes care and involvement of the family. What better way to include families 
than by involving them in research? I hoped that the women in the study would 
establish some common ground around their experiences that can be used for further 
practice development. 
Qualitative approaches are particularly valuable for understanding meanings of 
social events and practices. The reason for this is that it involves human science and 
is the appropriate method of research for sensitive topics and issues associated with 
death and dying. Heiddeger's interpretive phenomenological approach is the 
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methodology I chose to research the topic. The phenomenological paradigm is less 
concerned with the issue of control and I agree with Benner (1985) when she says, 
"Heideggerian phenomenology generates forms of explanation and prediction that 
offer understanding and choice, rather than manipulation and control" (p.10). I 
believe that phenomenology underpins the nursing framework that shapes my 
practice and reflects my own nursing philosophy. Heidegger's philosophical stance 
was also grounded in phenomenology; he situated his investigation with ontological 
concerns. It is helpful if the selected methodology lines up with the researcher's 
nursing philosophy. This is because it is necessary to have a deep interest in what is 
being investigated for the study to be meaningful. Drew (1999) noted that thoughtful 
reflection of our own experiences around the phenomenon being studied is required 
to understand why something is meaningful. In doing this, our values and beliefs 
around a topic are examined. Heidegger was interested in what we know from 
experiencing it in our daily lives but of more importance to him was being able to 
interpret and analyse the information from that experience. Because interpretive 
phenomenology involves considerable reflection, it is impossible and indeed unwise 
to 'bracket' (your) own experiences and views of the phenomenon (you) are 
researching. Therefore the interpreter and the interpreted cannot exist without each 
other. Because we all have different realities, interpretive phenomenology is the 
research methodology best suited to hearing all voices. According to Drew (1999), 
hermeneutical researchers, such as Heidegger, believe that it is impossible to remain 
neutral because it is impossible to kee one's self from being a member of the 
lifeworld, the foundation from which all research comes. It is however necessary to 
acknowledge our familiarity and background with a situation that allow us to 
interpret that situation. This resonates well with my own view; it is because of our 
background that we have a view. Working with women who care for their terminally 
ill partners and having a deep interest in this phenomenon, I believe this form of 
human science offers a methodology well suited to examine the experiences of these 
women. It is for these reasons I have chosen a qualitative, hermeneutic or 
interpretive phenomenological methodology, informed by Heidegger, to research my 
topic. 
This chapter has covered my interest in phenomenology and why it was an 
appropriate methodology to use for this type of research. I explained why I chose 
Heideggerian phenomenology and looked at how phenomenology influences my 
own nursing practice. It is in this chapter that I introduced Patricia Benner and the 
use of phenomenology in nursing today. As some researchers believe that qualitative 
research is limited I ended the chapter summarising my reasons for choosing a 
qualitative, hermeneutic phenomenological methodology, informed by Heidegger to 
research my topic. 
The following chapter describes the design of the research project and it is divided 
into the areas covering geographic setting, the participants, methods chosen and my 
appreciation of the qualities in research such as rigour and trustworthiness. I discuss 
the steps I used in analysing the data ftom the conversations with the women and 
introduce Colaizzi and van Manen's role in the research. The chapter ends with 
discussion on how Benner and van Manen influenced thinking and writing about the 
women's experience in this study. 
CHAPTER 4 
DESIGN 
4.1 Introduction 
The following chapter outlines the design ofthe study. It describes how the women 
who took part in the research were eligible for inclusion and where the interviews 
took place. The methods used are detailed to describe the style for the interview 
process. A rationale is offered for the use and style of recording notes in a field 
journal. The contribution of qualitative research is higher when established criteria of 
rigour and trustworthiness are addressed in the search for research validity. The 
design outline includes a description of how the analysis of the data was conducted 
using Colaizzi's (1 978) method as a framework. A significant aspect in this chapter 
focuses on the writing of the research. The reader will see now why I have identified 
van Manen and Benner as my guides in the writing of this piece of work. 
4.2 Setting 
The research was conducted in a New Zealand rural community setting. To ensure 
privacy of the participants the area has not been identified, although I realise it 
would not be difficult for the reader to iind out where the research took place if they 
so desired. The actual interview was carried out in each of the respective women's 
homes. I felt the home is a natural setting that is private, comfortable and non- 
clinical. It is also possible that more in-depth information was gathered because it 
was the place where the experience occurred. I was able to arrange an optional place 
where the woman would also feel comfortable if the home setting was not suitable 
for her. None of the women took up this option. 
4.3 Participants. 
"Experience with the investigated topic and articulateness suffice as 
criteria for selecting subjects" (Colaizzi, 1978, p.58). 
In this study the participants will be referred to collectively as the women. The 
women for this study were selected if they met Colaizzi's (1978) criteria of being 
able to acknowledge that they had lived the experience of the phenomenon of caring 
for their terminally ill partner. They needed to be able to articulate their experience 
as they had lived it in their daily life, to be eligible for participation. All four women 
recruited for the study were fiom a rural area and all four had experienced the role of 
being a partner and carer for their terminally ill partner. They had all experienced the 
death of their partner. Initially I suggested that the participants speak English, as I 
am unable to communicate in any other language. I also believed that if the women 
needed an interpreter it would detract kom the communication that was essential in 
this study. The Ethics Committee advised that any of the potential four participants 
should not be discounted fiom participating if they needed an interpreter. Fortunately 
this issue did not arise. I set no age range for the participants being respondents as I 
consider age is irrelevant to the woman who has experienced the phenomenon of 
caring for her terminally ill partner. I decided to recruit women whose experiences 
were no more than 6 years old but no less recent than lyear. Restricting the time 
fiame allowed for the experiences to be fiesh enough to be remembered well, but not 
so recent as to cause undue sadness. I acknowledged that the research could raise 
issues that were distressing. This concern is addressed in greater detail in chapter 5 
in the section entitled Ethical Considerations. 
The Ethics Committee required that letters (Appendix A) were sent out on a rolling 
basis, taking the frst four who qualified rather than the first who responded to an 
invitation to participate and then having to advise them that some potential 
participants might not be needed. Four letters were sent out and three women 
responded. Afler a period of two weeks a fifth letter was sent and the fourth woman 
responded. Four participants had now accepted the invitation to participate and no 
further letters were sent. I knew all four women recruited in the study in that I have 
been involved with them in my role as a palliative care nurse. While the number of 
participants was small, the rigour of the research is expressed in the richness of the 
in-depth material that the women revealed. 
4.4 Methods. 
4.4.1 Semi-structured interview. 
I used semi-structured interviews guided by Van Manen's (1990) framework for 
interviewing, using the women's personal experience as a starting-point. The essence 
of the question, said Gadamer (cited in Van Manen, 1984, p.45), is the opening up, 
and keeping open, of possibilities. I agree with Van Manen that the 
phenomenological question needs to be clear, understood and also 'lived'. The initial 
question was broad and open-ended enabling the women to fully describe and reflect 
their experience of caring for their partners. I opened the interview with the 
statement: I am very interested in hearing about the time you caredfor ...... .... during 
his illness. Could you tell me about your experiences? Van Manen (1990) warns of 
being too unfocused and it was necessary to have a few prompts. It was necessary to 
use the prompt I had prepared, which was, tell me move about that, or, I am 
interested in hearing more about that. Looking at the specific aims of the research 
enabled me to develop a list of possible prompts to encourage ongoing dialogue and 
"to ensure that similar ground is covered in each interview" (Fielden, 2002, p.75). 
a) Tell me more about the support you had during this time. 
b) Tell me more about your own health during this time. 
c) What it was like as the wife/partner of... ... .... during their illness. 
d) What it was like to be the main carer of. .. ... .... during their illness. 
e) Can you tell me your experiences of combining the role of wiye and carer 
It was important that I understood the participants' stories and responses and I 
followed up conversationally by making sure I understood what the participant 
meant. To do this it was necessary to paraphrase my own understanding of what was 
said by questioning with the respondent reflectively with the following statement, 
" Let me see if I understand what you were saying.. ." (Benner, 1994, p. 11 2). 
The interview process took around 1 hour with extra time for setting up and time for 
coffee usually half way through. There was initial phone contact to familiarise the 
participant with the process of the interview. The length of time allowed for the 
interview enabled the women to have a chance to really talk and I was pleased I 
included extra time for 'cooling down' and closure after intense remembering. I 
planned to conduct the four interviews over a two-week period but this did not 
eventuate. I underestimated how difficult it would be getting dates and times that 
suited everyone. It was a month before all interviews were completed. On reflection 
it was just as well the interviews were well spaced as I too found the interviews very 
intense and conducting one interview a week was plenty for me to manage. All 
interviews were tape recorded then transcribed verbatim. The interviews were 
transcribed by a transcriber (whose role is further discussed under ethical 
considerations). The participants were each offered a typed copy of the transcription 
for verification. Three of the women took these and after one or two alterations to 
correct or add factual information, they were happy for the information to be used in 
the study. These same three also accepted a copy of the tape recording. One woman 
did not wish to receive either, as she felt she could not revisit the story but she 
indicated that she was happy for me to use the information gathered. 
4.4.2 Observation: 
Alongside the interview process I kept a journal and made notes in this immediately 
after the interviews. I initially planned to use this to make notes recording what I had 
observed during the interviews. However I also found this was a good vehicle for me 
to use to express my concerns about the interviews and reflect on the interview 
process. I noted that after the first interview that I had been quite apprehensive and a 
little nervous: 
I ~ t ~ h c w e / c w y p v ~ t ~ w i t h /  
p e o p b ~ w w k ~ w p v W t h c c t I f e l t v o L t h w ~ .  I 
W&cwMciety p & w h i n t m i e w p v ~ &  
W@lzoth/hadmfew ,,Lwvmw. Bq*& 
qLtit@"notwnwwLctl." wr n w i U / n o t h a Y e /  
L4q%mudb*Mrneed: I *ectit 
~ w I t k i n k . t h c c t b ~ ~ k t y M z i e d h  
coywwurnGCtri. mwwhi$$&g&ed.wh 
t b t q w w w ~  h c o v w w ~ r n f E o w e d . & m e  
* w i t h a L t t h e ~ v ~ .  
Although all the women assured me they were comfortable recording their stories on 
tape, without exception all appeared much more relaxed and more information was 
divulged when the tape was not recording. Another clue that it was not a normal 
situation was that most of the women openly cried ofien. I observed two of the 
women constantly wringing their hanky in their hands: 
I t ~ c c k h c w & n o t t 6 ~ ~ ~ ~ n o t ~ f o v h w ,  
h w i e d / M A . C h . C r / I b t C W L d ~ ~ w O t W L d h w  
* ~ c w O t W L d h w * k :  IntwMwthcLt 
R w ( p s e t t d o v y w 1  h a d d o v L e / t h & c c k w ~ .  They WUM 
thh&I c ~ n / M A . C h . C r / t w ~ & p w s o v l / p u t t i i ~  
thv*-ww. 
Despite this all the women said they were happy to join the study and felt they 
wanted to continue to talk through the tears. I observed the fixstration for Marion 
when she found it difficult to get the words out: 
l h e w w d v w t m ;  I W i t w c c k n o t b a % W h  
w t ; k M o w  whctttc3&Cy -butthoL.thw e,wwG& 
ktcLte*pedb wovdvflow*. 
These impressions could not be recorded on tape hut I found I recalled many of these 
observations when I listened to the tapes and read the transcripts at the same time. 
What I think the field journal highlighted for me, was that the raw transcripts on their 
own did not reveal the detail that I know existed in the conversation and is so 
important in phenomenological research. It was important to integrate the extension 
of the process of interviewing, which involved listening to the tape, reading the 
transcripts and reflecting on my field journal to get the 'whole picture'. I realised 
that the journal could be identified as a part of the whole and that all three 
components in the process needed to be integrated to make transparent the meaning 
of these women's lived experience. The inclusion of the journal enabled me to 
integrate descriptions of the participants' actions, facial expressions and posture 
which are all responses that added meaning to the interpretation. These aspects of 
being humap are integral to nursing and also to my particular interest in 
conversations that enable accurate and ongoing assessment in a refined way. 
4.5 Rigour and trustworthiness 
4.5.1 Credibility 
To ensure the trustworthiness of this research I used the four criteria established by 
Lincoln and Guba (cited in Gillis & Jackson, 2002). The first criterion is credibility. 
For my study, around the experiences of female partners as carers, one way of 
ensuring credibility was to have the participants actually read the transcript of the 
interviews for accuracy, and once they had validated the transcript it became the data 
and could be analysed and the interpretation began. For the phenomenon to have 
been described correctly and to extract significant phrases and statements i7om the 
transcripts it is ofken necessary to conduct more than one interview. However due to 
the small scale of this project and the time constraints, a second interview did not 
take place. I have used direct quotes in the thesis, from the interviews, to verify that 
the results were in harmony with the participant's experiences. The credibility of the 
study, even though small was important. The time spent careklly gathering and 
attention to the nuances and detail of each woman's transcript underpinned my 
process in interpreting the data and was paramount to the outcome. While I 
recognised this was a hallmark of good science it was not until the project was 
completed that I truly understood the real treasure in this guideline that "Credibility 
is enhanced by accurate description of the setting, participants, and events observed" 
(Gillis & Jackson, 2001, p.216). 
4.5.2 Dependability 
The second criterion for credible research is dependability. According to Gillis and 
Jackson (2002), dependability refers to the reliability of the data. They recommend 
an audit trail be kept. To achieve this I carefully documented the details of the 
research process, including the research design, methods and sources of the data, as 
well as the means by which I arrived at the analysis. The reason for the audit trail is 
so that "another investigator with similar methological training, rapport with the 
participants, and knowledge of the field would make the same observations" (Gillis 
& Jackson, 2002, p.216). This is also where I believe Heidegger's perspective 
reinforces the importance ofbeing-in-the-world; by sharing the background material, 
readers of this research are kee to share and have individual interpretations of the 
data that collectively can help them to understand the lived-experience of these 
women. 
4.5.3 Transferability 
The third criterion for authentic research is transferability. According to Gillis and 
Jackson (2002), those reading the study may wish to generalise the study findings to 
other contexts, populations and environments. I carried out a post data collection 
literature search to validate research fmdings. While the research studies that I found 
were not replicas of this project, similar patterns or themes emerged that triggered 
valuable insights. 
An example of this is the literature search I completed when trying to establish if in 
fact women are the main carers of their terminally ill partners. Aranda and Hayman- 
White (2001); Taylor, Seeley and Kajura (1 996) and Bergs (2001) all carried out 
qualitative, phenomenological research around care-giving at home. All three studies 
were carried out in different countries, in different environments, covered both rural 
and urban areas, and all three studies included a range of age groups. However all 
three identified the same pattern; that women provide the majority of home-based 
care. The studies also revealed another theme, which was the person's wish to die at 
home. According to Nelson, (2003) Van Manen refers to transferability or the 
Jittingness of study findings to other settings, populations or contexts as the 
phenomenonological nod or conJirmability 
4.5.4 Confirmability 
The fourth and final criterion for good research is conJirmability. Gillis and Jackson 
(2002) noted that this criterion is used to test how plausible the data is. Like 
Heidegger (192711962), I argue that it is impossible and indeed unwise to bracket 
my personal experience around the phenomenon under investigation. It is impossible 
to remain neutral because I am a member of the lifeworld and therefore already part 
of the study. However, I identified and acknowledged my existing experience, 
assumptions, pre-understandings and possible biases around the reseach that made 
the study more confirmable and therefore more valid. 
I am not like others. Thus to the extent that I cannot deny my own 
experience, I cannot deny that others have experience. Objectivity 
requires me to recognize and affirm my own experience and the 
experience of others. . . experience is there, for all of us, and it cannot 
be objectively eliminated. (Colaizzi, 1978, p.52) 
Adding to this criterion is the role of reflexivity in qualitative research. I used 
reflexivity to add relevance and accuracy to the results. Koch and Harrington (1998), 
Gillis and Jackson (2002), and Guba and Lincoln (2000), define reflexivity as the 
critical thlnking that is required by the researcher to examine the interaction of the 
data analysis and the researcher. Doing this uncovered my views, personal feelings, 
values, assumptions and thinking. It was necessary to be reflexive, as what was 
highlighted may have influenced aspects of the research. Decisions such as the 
methodology chosen, the design of the project and the choice of Colaizzi to analyse 
the data and Benner and Van Manen's influence to interpret the text, have all been 
influenced by my philosophy. I am making known my participation in the 
knowledge that was generated from this study to add to the relevance and accuracy 
of the results. This supported the recognition that the major strength of qualitative 
research is the validity of the data it produces (Gillis & Jackson, 2002, p.220). 
4.6 Analysis 
I analysed the data by using the first six steps of Colaizzi's (1978) method as a 
framework. 
The first step was to cany out the interviews and collect the descriptions ofthe 
women's experiences. 
The second step was to have the interviews transcribed. 
Colaizzi's next step is to read and re-read the descriptions of the phenomenon; at 
this stage I included listening over and over to the tapes and reading and re-reading 
the field journal. 
The fourth step is to extract significant phrases and statements f?om the transcripts 
that have a bearing on the phenomenon. 
The fifth stage involves formulating meaning from the phrases and clustering these 
into themes. 
I used the sixth and final step of Colaizzi's framework, which was to identify the 
essential structures of the phenomenon and refer back to the transcripts to validate 
my text. 
It is during the fifth and sixth stages that Colaizzi (1978) notes that we leap from 
what the participant says, to how we interpret what they mean. I was mindful that it 
was this interpretive stage where it was essential not to lose the connection with the 
original descriptions of the phenomenon but it was also necessary to illuminate the 
hidden meanings of the phenomenon that I was researching. Colaizzi (1 978) 
reminded me, as the researcher, to "...go beyond what is given in the original data, 
and at the same time, stay with it" (p.59). I also used what Heiddeger (192711962) 
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calls "the 'circle' in understanding" (p. 195). This has become known as the 
hermeneutic circle. When interpreting the data, this metaphor is a way of describing 
how it is necessary to move between parts and the whole ofthe data. It is impossible 
to understand any part of the data until the whole ofthe data is understood and it is 
impossible to understand the whole of the data until the parts are understood. 
I then commenced the final stage of the research, integrating all the data into a 
meaningful and exhaustive description of the phenomenon. The confines of the word 
limit for this thesis placed some constraints on the range of the commentary but not 
the depth or integrity. 
It is at this stage that I was guided by Van Manen (1984, 1990), and Benner (1994), 
in terms of remaining true to phenomenological writing, as both have been 
influenced by Heidegger (192711962) and they agree that the writing up of the 
research is part of the intellectual work of the interpretation. 
4.7 Writing phenomenological research 
4.7.1 Van Manen's influence 
Max van Manen is a Professor in the Faculty of Education at the University of 
Alberta, Edmonton, Alberta, Canada. Van Manen's teaching and books have 
influenced New Zealand and Australian nurses research, particularly since his 
international lecture tours during the nineties. 
In the writing of this thesis the reader will notice that I often use the 'I' and 'we' 
form. Van Manen explains the reason for this by saying, 
In actual phenomenological descriptions one often notices that the 
author at times uses the 'I' form or the 'we' form. This is done not 
only to enhance evocative value of a truth experienced expressed in 
this way, but also show that the author recognises both that one's own 
experiences are the possible experiences of others and that the 
experiences of others are the possible experiences of oneself. 
Phenomenology always addresses any phenomenon as a possible 
human experience; this is why phenomenological descriptions have a 
universal (intersubjective) character. (Van Manen, 1984,p52) 
A concern I had before undertaking the writing up of this study was that I lacked the 
ability to write well enough to make the readers 'see' the nature of the experience of 
being both wife and caregiver in a way that would enrich the readers understanding 
of these women's experiences. While Heidegger's teachings and insights guided my 
approach to the research, I was guided by van Manen when I began writing about the 
text. Van Manen suggests that the phenomenological writer looks firstly at what the 
text says and then how the text speaks (1997). He argues that it is essential to be 
attentive to the details and makes us aware of the importance of the taken-for- 
granted (1984). Van Manen encouraged me to use reflective understanding to make 
possible meanings and the significance ofthese women's experiences. Taking heed 
of these directions to use insightful descriptions, the phenomenological writing in 
Chapter 7 hopefully gives the reader plausible insight that brings them in more direct 
contact with the world of these women. Influenced by van Manen, I hoped to make 
the reader wonder about the experiences and nature of the phenomenon of being both 
wife and carer in the same way as I do. While not necessarily agreeing with my 
interpretation I hoped the reader would wonder, be enlightened and deeply question 
the topic being researched. 
4.7.2 Benner: on the use of exemplars in writing up research. 
Patricia Benner is a Professor in the Department of Physiological Nursing, 
University of California, School of Nursing San Francisco, California. Dr Benner is 
an internationally noted nursing researcher and lecturer. 
Benner encourages the use of exemplars to augment the findings of 
phenomenological research. In this study I have used exemplars to illustrate for the 
reader the reasoning and understanding process I undertook during the interpretation 
phase. Benner argues, "The collection and aggregation of exemplars is central to the 
interpretative task" (Benner, 1994,p. 1 17). 
The exemplars I used in the study uncovered similar aspects, themes and patterns 
shared by the women in the study. They also highlighted nuances that helped with 
my evolving understanding of their experiences. However not all exemplars showed 
similar experiences. To the contrary some demonstrated contrasts. Benner's advice 
was to go between parts ofthe text and the whole text looking for ways to develop 
the interpretation, acknowledging that inconsistencies may be found (1994). 
"Though we do not all experience or live in the same worlds, these worlds can be 
described, talked about, and discovered" (Benner, 1994, p.116). I constantly moved 
back and forth between the parts and the whole of the texts engaging in cycles of 
understanding, not understanding, interpreting and critically analysing the stories. 
Benner expected that the study would reveal "blind spots, mysteries and otherness" 
At this stage Benner's advise was that "One must not read into the text what is not 
there" (Benner, 1994, p.xviii). Benner posits that the understanding is more powerful 
than the explanation (1 994) and like Benner I hope the reader is "challenged to 
consider the power of understanding for becoming more effectively, skilfully, or 
humanely engaged in practice" (Benner, 1994, p.xv). 
In this chapter I have informed the reader of the design of the study, discussing the 
criteria the women needed to meet to be included in the study and why the 
interviews took place in their homes. I discussed the research methods of semi- 
structured interviews and observation. I wrote about the significance of rigour and 
trustworthiness in phenomenological research and how I ensured my research would 
be valid. This chapter also informed the reader of the process that would be used to 
analyse the data, introducing Colaizzi's, six-step framework and my understanding 
of the hermeneutic circle. The final part of this chapter was devoted to the influence 
that Van Manen and Benner had on the writing of the findings. 
In chapter 5 I will consider the ethical requirements in the research. The reader is 
informed about my considerations of the Treaty of Waitangi and other ethical 
concerns and issues that needed to be addressed before the research could be carried 
out. 
CHAPTER 5 
ETHICAL CONSIDERATIONS 
Chapter 5 is devoted to outlining the ethical considerations of this study. It is divided 
into two separate sections; one section covers all ethical issues affecting the study 
and the other section addresses Treaty of Waitangi considerations. As I did not wish 
to exclude any Maori women who wished to take part in the research, considerable 
effort went into finding out the appropriate protocol to ensure all ethical issues were 
resolved. The path followed is discussed below. 
5.1 Treaty of Waitangi 
Te Tiriti o Waitangi is a historical document that has contemporary implications 
which extend to how research is conducted as it describes a relationship between the 
Crown, acting on behalf of New Zealand people and Maori people based on the 
principles of partnership, protection and participation. It is because of the authority 
and regard with which this Treaty is held within New Zealand society that I wished 
to explore the possibility ofnot actively excluding any women who identified as 
being Maori ftom being participants in this study, either through their perception that 
the study might not be culturally sensitive to their values and needs or simply that 
the nature of the study did not reflect their cultural values. While the population of 
Maori in the area under study was low nonetheless there are always Maori who are 
cared for in our community. The 2001 census identified that in the local township 
7.6% of the population identified as being Maori and in the outlying areas 5.7% 
identified as being Maori. Similar to Tolich, who identified a concern about 
exclusion, (2001), I wondered if I would not be promoting the Treaty responsibilities 
of partnership and participation, and therefore the right to benefit fkom this research, 
if these women were not able to be included. The New Zealand Palliative Care 
Strategy (2001) identified that: Maori lacked awareness about palliative care; Over 
half the Maori people who die from cancer die at home; and clinicians do not always 
work with the wider whanau when providing care, yet the whanau is the main 
support person for the dying person. The Strategy also recognised that there were no 
Maori palliative care providers at the time it went to print. Support as to how to 
evolve my understanding came from Section 4.4 in the Health Research Council 
(HRC) ethical guidelines that state clearly " All issues relating to Maori cultural and 
ethical values should be resolved in discussion with the whanau, hapu or iwi 
concerned" (Health Research Council Guidelines, 2002, p.24). I sought guidance 
around this issue by consulting with the umbrella group representing the three local 
Iwi. I discussed my research with the contact person for the Iwi and she agreed to 
consult with the group at their next meeting. At this stage it was agreed that it was 
not necessary for me to attend the meeting but I made it clear I was very willing to 
discuss the research with the group ifthey needed further information. The HRC 
Guidelines for Researchers on Health Research involving Maori, recommend that 
exclusion of Maori participants, for cultural reasons, f?om a general population study 
should only happen if there was a clear recommendation after consultation. If any 
Maori women agreed to take part in the study I would have actively sought cultural 
supervision. The Iwi committee agreed to the inclusion of Maori women in the 
project if any wished to be included. 1 received a letter of support but have not 
included this in the appendices, as it would identify the area under study. 
One woman identified as Maori but her husband did not. While she acknowledged 
and approved of my contact with the local Iwi she did not feel I needed to attend 
cultural supervision. I have not identified this woman to ensure privacy. 
5.2 Ethical issues 
This research involved human participants and sought to further nursing knowledge 
by means of in-depth interviews. For this reason the application needed to be 
submitted to an Ethics Committee. As I am a student at the Victoria University of 
Wellington, I was required to send an application to the Human Ethics Committee 
for approval of this research project. As I work for a District Health Board, I was 
also required to receive approval fiom the appropriate Ethics Committee. This Ethics 
Committee is accredited by HRC. They use the National Application Form for 
ethical approval (form EA 05/02). I have not identified the regional Ethics 
Committee to ensure the area the research was undertaken cannot be identified. The 
ethical issues that needed to be dealt with were as follows: 
5.2.1 Informed consent 
All participants who took part in the research gave their consent. They all received 
an information sheet (Appendix B) describing the research and by agreeing to take 
part in the study I believed they consented to being involved. All participants were 
required to sign the consent form (Appendix E) that was in accordance with the Code 
of Health & Disability Service Consumer Rights (1993). The key elements of this 
are that there is sufficient and appropriate information about the study given to the 
women and that they understood that information. 
5.2.2 Voluntary consent 
There was no financial reward offered or undue pressure placed on the women to 
take part in the study. All women knew that they could withdraw from the study 
anytime before the data analysis took place. As I had been involved with the 
participants when providing a health service 1 approached my manager and two team 
members and asked them to select 8 women who met the criteria for the study. I did 
not know whom they selected. The manager of the community nursing services in 
the area sent four women a letter (Appendix A) inviting them to take part in the 
study. Letters continued to be sent on a rolling ball basis until four women were 
recruited. Included in this post out was the information sheet (Appendix B). The 
women were asked to make contact with the researcher by phone if they were 
interested in participating. I enlisted the first 4 women who responded to the 
invitation. At the time of this phone contact I discussed the research to make sure 
they understood the nature of the research in which they were being invited to 
participate. Another follow up phone call was made once the women had had time to 
reflect on their decision to make sure they were still happy to take part. At this time a 
day and time to meet was arranged .The consent form (Appendix E), was signed at 
this meeting before the interview process began. 
5.2.3 Privacy considerations 
All women who took part in the research had their privacy protected as required by 
The Health Information Privacy Code, 1994, (HIPC). According to the HRC (2002), 
the HIPC is the starting point when considering any privacy issues around health 
research. Health information is information about the health of an individual and this 
form of information comes under the scope ofthe HIPC. "This includes information 
concerning: health and disability services provided to an individual" (HRC, 2002, 
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p.38). As a palliative care service is provided to the family, as well as the patient, the 
women in this study have been provided with a health service when they were caring 
for their terminally ill partners. To meet HIPC mles only information necessary for 
the research was collected. All data collected was stored in a locked filing cabinet 
that could only be unlocked by myself. All data was accessed only by myself. All 
tapes were coded with a non-identifier, in this case a number, and the name of the 
interviewee was stored elsewhere. All tapes were destroyed once the project was 
completed. All the participants were offered a copy of their interview; three accepted 
a copy of their audiotape and a copy of their transcript. As previously mentioned one 
woman did not wish to have a copy of either the tape or the transcript. All 
participants were given a pseudonym to ensure confidentiality and most identifiable 
personal details were removed fkom the transcript that I used. I acknowledged the 
fact that I knew who the participants were but am entrusted to maintain 
confidentiality of the participants. The transcripts were destroyed once the project 
was completed. Material generated on the computer was kept secure by only using 
my personal computer and having a password to access this. The back-up floppy disc 
was kept in the locked filing cabinet. The data gathered for this research project was 
not used for any other purpose. At the completion of the thesis it has been submitted 
for examination at Victoria University of Wellington. It is also possible that journal 
articles may be written for publication and the results of the study may be presented 
at conferences so that what the researcher learned may be shared with others. This 
has been discussed with the ~articipants. The Ethics Committee reminded me of the 
importance of the confidentiality and anonymity ofthe participants in the writing of 
the thesis. 
A transcriber who signed a confidentiality agreement (Appendix D) transcribed all 
tapes. The information provided was kept confidential to the researcher, the 
supervisor and the transcriber. 
No names were used in the results although permission was sought to use direct 
quotes. 
5.2.4 Risks 
One of the risks when this research was undertaken was the fact that it may have 
been emotionally demanding for both the participants and the researcher. This was 
indeed the case. I arranged for the local grief support person to be available as a 
means of follow-up for the participants. I discussed requirements for this service if 
the need arose and she indicated a sincere willingness to take on this role if required. 
This person was already known to some of the women through her involvement with 
The Regional Hospice Trust homecare service in the area. This is a fiee service. 
I also identified the possibility that this research could be emotionally challenging 
for me when I was writing the research proposal. For this reason I decided to attend 
professional supervision when conducting the study. Initially I planned to do this 
monthly but I did not feel this was necessary after attending two sessions. I knew 
that I was able to use a counsellor in the area who was funded by The Regional 
Hospice Trust and whom I felt comfortable confiding in. I also had the support of a 
university supervisor during this research project. 
I identified possible risks to the transcriber. I wondered if issues might have risen for 
her when hearing these women's stories. The transcriber was offered opportunities to 
discuss any emotional issues with me and if necessary with a counsellor. We talked 
regularly on the phone and while she admitted to finding some of the stories sad she 
was more amazed at what remarkable women they are and she felt privileged hearing 
their stories. 
I considered the possibility that 'had practice' issues may arise. Every woman was 
given the written procedure for making a complaint should this arise. (Appendix C.) 
5.2.5 Benefits 
The benefits for the women in this study may be that the research provided an 
opportunity for them to tell their story about something that has been very significant 
in their life. I anticipated these women might be pleased to be involved in research 
that may contribute to better experiences for other women involved in caring for 
their terminally ill partners. It was interesting that all of the women did not feel their 
stories were of great significance and worried that the information they shared would 
be of no value: 
Life was very uneventful apart from what was going on between 
Sam and me and within these walls really. I feel as though I have 
perhaps not answered all the things ... yes, yes it's a pretty boring 
story really; it's just your very ordinary story. 
After hearing these women's stories I couldn't believe that any one of them could 
possibly think that their experience was boring and not worthy of exploring 
Niven (2001) noted that her participants commonly expressed a satisfaction around 
being able to contribute to better experiences for others. She noted that Salakys, 
(2000) work affirmed this. While the women may have thought their stories didn't 
yield significant information they all hoped whatever it was I took away from my 
time with them was helpful for other women in the same situation. 
If it helps someone else then yeah. 
A benefit of the research itself is that it will enrich our understanding and may be 
useful in improving quality of life and reducing the social impact by developing and 
building on the existing support systems that are already provided to these women. If 
improvements are required these could reduce the social and psychological 
consequences of disease on patients and their families. Development of support 
systems is identified in the HRC Research Portfolio Strategy: Non-communicable 
diseases (2002-2003, p.70). I consider that any potential benefits ftom improved 
health services out-weigh the risks of undertaking this research 
5.2.6 Dissemination of results. 
The results of this research were written up for a thesis as part of my Master of Art 
(Applied) Nursing degree through the Graduate School of Nursing and Midwifery at 
Victoria University of Wellington. Once completed the thesis is lodged in the 
Victoria University of Wellington Library. While journal articles written for 
publication in professional journals and conference presentations have already been 
mentioned perhaps the most important use of the research is with colleagues in 
practice and in conversations and presentations within the community. 
This chapter has discussed the ethical issues that I felt needed addressing and had to 
be addressed before the Ethics Committee would approve the study. This was a 
considerable commitment in terms of time but the attention to detail enabled the 
approval to go through with very little adjustments being made and praise fiom the 
committee for the quality of the application. 
With the interviews undertaken and the transcripts completed and approved by the 
respective women, chapter 6 introduces the participants and presents an analysis of 
the data. 
CHAPTER 6 
DATA ANALYSIS 
6.1 Introduction 
Chapter 6 will introduce these four remarkable women to the reader. All four women 
have been given a pseudonym. By articulating my 'reflective understanding' I hope 
to give the reader plausible insight to the women's experiences bringing a sense of 
direct contact with them. This then sets the scene for working phenomenologically 
with their conversations. In this chapter I will identify the two themes that are the 
focus of this chapter, responses to health issues and inner strength. These two themes 
are supported by previous research and my own biases as to what occurs. 
Some of the women involved in the study had experienced their partner's illness 
being extended over a number of years, all the women agreed to make the starting 
point of their stories from the time that no further curative treatment was offered to 
their husbands. 
As I mentioned in chapter one I have been intrigued with rural women who care for 
their terminally ill partners, identifying in particular their apparent ability to cope, 
make do, improvise, self-manage and just get on with the job. I have felt that there 
was a cost to these women in terms oftheir own health and quality of life. This 
chapter explores emotional and physical health issues experienced by the women in 
this study. 
6.2 Four amazing women 
6.2.1 Carol 
Carol is a lady in her early 60's. She has a grown up family kom her first marriage. 
This lady appeared to be the most stoic and yet her story was perhaps the most 
tragic. Carol had cared for her invalid husband kom her first marriage for a number 
of years. It was while on honeymoon following her second marriage to David that he 
took sick and 2 weeks later he was diagnosed with a rare cancer. Carol proceeded to 
care for him. During this time there were many ups and downs until his inevitable 
death 8 years later: 
[...l I had helped him through a good many rough patches and 
that probably prepared me a bit for it, but I don't think I really 
realised what it was going to involve, never thinking it would go 
on for so long. 
6.2.2 Rose 
Rose is a lady in her 60's. All her adult children live in the area. Rose said she would 
like to participate in the study but acknowledged that she would not have done this if 
it were anyone other than myself undertaking it. She felt comfortable talking to me 
because of my involvement with her and Graham. When the transcript and copy of 
the interview was offered for checking Rose declined. She said she was happy for 
me to use the information but did not feel she could revisit the story again. It had 
been much more emotional than Rose had anticipated. The suddenness of Graham's 
illness and subsequent death had obviously been extremely traumatic for Rose: 
Everyone was there looking pretty serious and they just said that 
he had cancer and it was just a matter of time / l  (Rose very 
upset). 
I said if it's only a matter of weeks, we want quality time and 
that's what we are going to have and so that's what 
happened. 
Marion is also in her 60's. At the time of her husband Sam's, illness she had 1 adult 
daughter living nearby but her three other adult children came home. Sam's death 
was also relatively soon after his diagnosis of cancer. Much of Marion's sadness 
appeared to he the fact that for what ever reason Sam would not talk about his 
impending death. Marion said he would not accept the fact he was dying; Marion 
found this very hard and tembly sad: 
He wouldn't speak to him (the priest), Sam was just trying to 
handle it, and it was terribly sad, it just broke my heart and he 
was, yeah, he was very angry with me, you know (Marion 
crying). He never accepted that he was dying really and it 
made it so hard (Marion crying) and he wouldn't talk to his girls 
about it, or to me. We wanted to share with him, share his grief; 
I'm sure it would have helped him. I couldn't pretend everything 
was all right (Rose very upset). 
6.2.4 Wendy 
Wendy is another lady in her 60's; she is the most isolated of all the women I 
interviewed, living 45 kms fiom the main rural centre. Wendy has 2 adult children in 
the area and another two who live in New Zealand but visited regularly. Wendy's 
husband Clive had battled his cancer for some years undergoing a number of 
operations and treatments. Wendy thought this would continue to happen: 
I...] told him he couldn't do any more. [...l because all of this 
had been going on for quite awhile at this stage and I guess we 
just thought that, I mean, we were going to keep on having bits 
out forever and we didn't really think it was going to come to 
this. 
Over the time of entering the homes of women, such as the four in this study, I have 
suspected that women that care for their terminally ill partners fmd this an 
exhausting and often solitary journey. I have often thought that these women must 
find caring for their partners depressing at times and wondered why the majority of 
them rarely exhibit noticeable signs of this. Research supports many negative aspects 
of caring for a family member who is ill (Ayres, 2000; Bergs, 2002; Boland & Sims, 
1996; Bull, 2001; Gaynor, 1990; Hinton, 1994; Neufeld& Harrison, 2003; Perreault, 
Fothergill-Bourbonnais and Fiset, 2004; Ross & Grayton, 1997). It is always 
possible to find examples of the many problems that affect the carers' life when they 
are faced with taking on the role of caring for their family member; many of these 
have been highlighted in chapter two. However a number of the women that I have 
connected with as a rural palliative care nurse appear to gain pleasure and 
satisfaction from providing care for their terminally ill husbands. There is however 
always an underlying sadness about the situation they find themselves in. Knowing 
they are going to lose their partner and witnessing their husband's deterioration and 
eventual death is distressing and this distress is quite clearly an ESSENCE or pattern 
experienced by the majority of women who care for their terminally ill partners. 
As I began to read and re-read and listen over and over to these women's 
conversations it was obvious that my assumptions of some impacts and the findings 
borne out by the pre-study literature search echoed similar themes and patterns 
experienced by the women. I addressed the findings by identifying the themes of 
health issues and inner strength. I looked for patterns that may or may not be the 
same for each of the women. 
6.3 Response to own health issues: mental and physical 
It is clear that there were two types of health issues evident, both physical and 
mental. In this research mental health covered the two emotional issues of depression 
as sadness, and burden as distress. The area of physical issues looked at the common 
thread that was clearly woven throughout which was that of self-neglect. For all four 
women it appeared they were so busy there was little or no time to consider their 
own health. Given, Given and Kozachik (2001) noted, "most caregivers are plagued 
by anxiety, depression and caregiver burden" (p.222). They also suggest that 
evidence indicates that home-care has a greater impact on emotional health. 
Caregiver depression and burden are more significant than physical health issues. 
6.3.1 Depression as sadness 
What I discovered hearing these women's stories was that the four women never 
talked about actually being depressed but there appeared an overriding impression of 
sadness. These periods of sadness were acknowledged in phrases such as: 
(Marion)[ . . .l  and of course you tried not to be depressed so 
what I would do, I would go into another room and have a 
good howl. 
It was so sad, heartbreaking, you know, it breaks your heart 
(crying). 
(Carol) What hurt him hurt me. 
(Wendy) I had a lot of tearful days and I still do at times. 
(Rose] I think, I think mentally I just wished the unbearable side 
away and I just concentrated on positive things, because I 
couldn't bear to look at the other, so I just sort of did whatever I 
could, I don't know what it is but for me it was, it was all I could 
do, I was going to lose my husband, I knew it was a matter of 
time, so what I wanted to do was to get as much out of that as I 
could in the time I had (crying). 
The sadness expressed by the women highlighted the emotional demands of caring 
that I have witnessed many carers experiencing. Do we as Scott, Whyler and Grant 
(2001) suggest, rely on our own personal judgements and intuition to assess carer's 
needs, focusing more on the physical issues rather than the psychological needs? The 
information the women shared with me clearly showed that during the final few 
weeks these women wanted to be with their husbands. Although physically tired they 
did not want to be parted kom them but the sadness of the situation was 
overwhelming. Witnessing their partner approaching death heralded a range of 
strong emotions. The four women painted a picture of overwhelming sadness but 
within that context it was easy to hear other emotions that they experienced. Fear, 
hopelessness and anxiety were emotions that were expressed throughout the 
interviews. These emotional responses are predictors of stress. Scott (2001) noted, 
'The stressfulness of the carer's role in contributing towards meeting palliative care 
needs of an individual cannot be disputed" (p.324). 
6.3.2 Burden as distress 
Caregiver burden has been explored in previous research and Given et a1 (2001) 
noted, "most caregivers are plagued by caregiver burden" (p.222). Burden in this 
research is based on Given et al's (2001) definition "Caregiver burden is the distress 
that caregivers feel as a result of providing care" (p.221). Nowhere in my interviews 
with the four women did they mention the burden of caring for their partners but I 
believe they expressed this in phrases that highlighted the obvious distress of 
witnessing their partner's suffering and having to care for them at this time. Carol's 
description of her witnessing her partner's last few hours gives the reader an insight 
into the distressiburden she endured: 
He had those fits that would last three or four hours and that was 
something I wasn't prepared for. I always thought he was more 
likely to go into a coma and never thought of that happening. 
He just didn't really come out of them, the noise and standing 
there holding a wad in his mouth, trying to comfort him and I 
doubt he could even hear me because he was making so much 
noise with these fits. It wasn't something I would ever like to see 
anyone have to go through, it's a nightmare that every now 
and then bounces back at me. It was the most horrible thing I 
have ever had to do and I was determined to see it through, 
because he asked me to, and I thought I'm not going to dive 
out of here and say I can't take anymore, but I did find it very 
very hard to stand there and get through those hours. I just think 
everything, really couldn't give him much relief and that 
seemed cruel. So not the sort of thing I would like to go through 
again. Yeah, it was a shocking day, you know, it just seemed so 
cruel to me that he had to go through all that, he had been 
through enough. It would have been easier to accept if he had 
just gone into a coma, but to have to go that way, fighting to 
your very last breath. It was one of those horrendous times that I 
wouldn't wish anyone to witness or have to go through with a 
loved one, not a very good time for me. 
Much of the literature speaks of the burden of providing care but my observations 
suggest that burden does not necessarily mean the distress of having to provide care 
for their husbands but can also be used to express the burden of having to 'see' their 
husband dying. 
Rose's story of Graham's last night is a moving account that expresses the burden 
she experienced witnessing his death: 
That night he was very restless and my daughter had decided to 
stay that night. He had a ripple mattress and so he was lying on 
that and I went and lay down on one side of the bed and she 
was sitting on the chair on the other side. We would change 
around and have a rest but when I was on the bed he asked 
me to put my arms around him (Rose crying) and I couldn't, 
because he was too swollen I couldn't get my arms around him 
properly. I sat with him and I can't remember but anyhow 
something happened. I said to him what's the matter and he 
just looked at me and I said to him, what's the matter! And he 
mouths," I can't breathe". Anyhow I yelled out to (my daughter) 
and asked her to come in and she came in and sat with him 
and I really ran away, I actually ran to ring the doctor and she 
(daughter) called out and said "Mum he's gone", so I went 
back and he was holding her hand so tightly she couldn't undo 
his fingers. From then on I was just numb but I can remember 
sitting on the bed and holding his head. But for ages I couldn't 
talk about that, you know I think I ran away, the very time that I 
should have been there with him, I ran away. (Rose still crying) I 
still feel really bad that when he really needed me I wasn't 
there. 
I think we can feel the distress and emotion of these women when we read their 
stories and for some of us it may be possible to experience their distress and share 
their burden. Costello (1999) talks of anticipated grief, he argues, "the emotional 
reactions that take place prior to death may be seen as anticipatory grief "(p.230). 
The grief of anticipating losing their husbands was evident and for all four women 
getting used to living without their husbands is still painful. None of the women in 
this study acknowledged the physical burden of providing care although clearly the 
physical burden showed itself in the form of tiredness, sore backs and the increased 
workload. This study supported my observations that despite the obvious physical 
demands placed on women in the role of caring for their terminally ill partners, 
rarely do they acknowledge any bitterness, anger or hstration about the role they 
found themselves in. This does not mean these issues are not present but perhaps 
rural women have traditionally been able to cope no matter what the cost. The 
isolation experienced by Wendy highlighted the 'I can manage' attitude that all four 
women exhibited: 
(Wendy) I just really had to just figure it out, how to do it and 
maybe it wasn't the best way. You were basically figuring it out 
for yourself. 
These qualities may well be present in all women caring for their terminally ill 
partners but my experiences have been limited to rural women and the women in this 
study were all fcom a rural area. 
Three of the women experienced physical health issues. These were oflen put to one 
side. Given et a1 (2001) and Burton, Newsom and Schulz (1997) noted, that physical 
health issues emerge as more care is required, particularly if the care giving time is 
extended. Wendy and Carol supported their husbands for a number of years through 
out their illness and treatment trajectory. These two women suffered the most severe 
physical problems and they continued to ignore them. They appeared not to consider 
their own health important perhaps feeling their health issues were insignificant 
compared with what their partners were experiencing. Carol's comment bore this 
out: 
I just more or less tuned off to how I felt and got on with the job 
that I said I'd do. I think that's probably what happened in my 
mind, I just thought I've got nothing compared to what David's 
going through, so you just, there were times when my back 
gave me hang, but I mean it has done that to me for years, so I 
just got on with the job. I had to go to the GP every three 
months because of my blood pressure, so I had to go in and 
have it checked out each three months, sometimes it was up 
and sometimes it was down, but it still does that, so probably 
caring for David didn't make it any worse. 
Burton et a1 (1997) also noted that family members who take on the caring role 
forget to take their prescribed medication. This was evident in a remark made by 
Marion: 
I did absolutely neglect my own heath, I didn't take any of my 
blood pressure pills for about 2 months and for all that, my health 
stood up quite well but oh, it was a pretty hard time really. 
Perhaps the most serious example of self-neglect was something that Carol 
mentioned when we were having a cup of coffee during a break in the interview. I 
asked Carol if she would mind telling the following story: 
Yeah, well in April before David died I went for a mammogram, 
which I had been having to have every couple of years or so 
because I kept getting cysts and they said that I was always 
clear. But only about a month after that, 1 was pretty sure I had a 
lump but with David getting sicker and sicker it really, it just went 
to the back of my mind until after he died. About a month after 
that I thought, I wonder if that lump's still there and the lump was 
getting bigger. Yes, so it just, yes, I literally put it in the back of my 
mind and it was more important to be doing for David than 
worrying about me and that was the start of my round of 
cancer. 
I believe this story resonates with the results of an interview survey undertaken by 
Rosenman, Le Brocque and Carr (1994) who noted, "caregivers have the potential 
for exacerbation of existing health problems but by the time treatment can be 
arranged, serious health problems may have worsened" (p.444). 
Carol was happy for me to mention that since then she has had a second lump in her 
other breast and has now had a double mastectomy. 
There is the possibility for the carer to become ill and require medical intervention 
themselves. Ostwald, Leonard, Choi, Keenan, Hepburn and Aroskar (1 993) noted 
that the physical health of a carer is one of the main factors in determining whether a 
carer was able to continue in their role as caregiver. Wendy admitted to having high 
blood pressure before Clive became ill. She said this problem had been off and on if 
she was under stress but she had not taken blood pressure medication. Wendy's 
exemplar highlighted how existing health problems have the potential to cause major 
issues for those in the role of carer if left untreated: 
[...l you just put everything on hold and I'll deal with that one 
later. One night I was sitting in the chair and I felt something 
dripping down my face and I sort of brushed my face and I was 
bleeding from the eye. It was a big shock. I didn't know that it 
was not an uncommon thing. [...l I rang the duty doctor and he 
reassured me but to come in and have it checked (blood 
pressure). My daughter got on my case and when the doctor 
came to see Clive, he's not my doctor, he insisted on putting me 
on blood pressure tablets. Even after Clive died, I just couldn't 
be bothered, I didn't know you were supposed to keep on 
blood pressure tablets and when they were finished, in fact I 
don't even think I finished them. I certainly didn't take care of 
anything that I should have really. I think it caught up with me 
later. 
Clearly Wendy was lucky not have experienced complications kom her high blood 
pressure increasing the likelihood of a hospital admission for herself. I doubt that 
this possibility ever occurred to Wendy and so the need to look at alternative care for 
Clive never arose. With home care increasing and limited hospice fhnding available, 
hospice at home services require the services of these women and we need to make 
sure they are emotionally and physically well. 
For Rose there did not appear to be any health related issues for her during the time 
of caring for Graham. This may have been due to the fact that Graham's illness was 
relatively short and she had good family support and good professional support, 
Research suggests that caregivers are more at risk of physical health problems as the 
demands for increased care extends over time (Given et al, 2001). However it is 
interesting to note that in an article reporting on a study of 42 family caregivers 
providing home care to persons with advanced cancer. Aranda and Hayrnan- White 
(2001) noted. 
Generally speaking, the results of this pilot study do not support the 
hypothesis that patient dependence and level of symptoms have a 
negative impact on caregiver anxiety, depression, and fatigue, or that 
factors increase over time. The results support the idea that personal 
variables such as anxiety, depression, reactions to caring and 
perceptions of caring have a greater impact than patient's variables. 
(Aranda & Hayman-White, 2001, p.306) 
In general I agree with this statement but also feel that other variables can affect 
the carers variables, in particular the amount and quality of informal and 
professional support. 
6.4 Inner strength: total commitment 
Exploring this area was of particular interest to me as I have always felt women in 
this situation seem to manage so well. I often drive great distances to visit patients 
and living in a beautiful isolated part of New Zealand does not prevent them kom 
experiencing the same health issues as people anywhere else. Often they live in an 
environment where they only have each other, the empty spaces left by children 
moving away and communities no longer providing permanent kiends and 
neighbours living at a distance, can often make it difficult to get help and support 
when needed. 
It appeared that all the women were surprised at how they coped and all talked about 
some form of inner strength takiig over. I found this particularly interesting having 
read Janet Rose's (1990) phenomenological study of women's inner strength. Rose 
identified an 'essential' that the women in her study revealed that of 'having 
capacity'. Rose (1990) describes this as the ability to heal, to solve problems, to stay 
present; to face pain, and to recognise when one does not 'have capacity'. Rose 
(1990) also noted that the women in her study recognised an ability to continue with 
an apparent reserve of energy in spite of adversities or disadvantages. This too is 
recognised as 'having capacity' (p.66). All four women in my study experienced the 
theme of 'having capacity' and all expressed this directly during the interviews: 
(Rose) Well I don't know where it came from, I think I just had this 
inner strength that just came in and took over. If anyone had 
said to me before this that this is what you are going to do, I 
would have said, no I couldn't do that, but when it, the minute 
we knew what was happening, I just flipped into a different way, 
or something. I don't really know what it was but for me it was a 
total whatever, giving or caring, yeah. 
(Marion) It was different to what I thought and 1 do think the 
adrenaline helps you keep going. I never got particularly 
overtired, except on the odd occasion, but not every night. I 
would go to bed late and get up early and was on the go all 
the time and yet I didn't sort of feel extra, super tired. Even after 
Sam died I was still feeling like I was going on adrenaline really, I 
think, yeah. 
(Wendy) I think at the stage where I knew that he wasn't able, I 
made up my made that I would do everything to make it as 
easy as possible no matter what the cost, you know, no matter 
what I had to give, I would do that. 
(Carol) When I left the hospital that night my brother came to 
me as we were walking out and I said to him as we went out 
through the hospital door, I said " I walk out of here feeling 
proud that l gave David everything I could and I don't think l 
could have done any more." And I did, I walked out of there 
feeling I had done all that was possible and I didn't think it was 
humanly possible to have done any more and actually, yes, that 
was one thing that helped me get through it because I knew 
that I had done all David had wanted. 
However I think all the women had times when they recognised that they did not 
'have capacity' and while they did not actually say they couldn't cope at times in 
their caring experience I feel they expressed this when they said things such as: 
(Wendy) My daughter had taken Monday off to be with me 
because she was worried. I was on the phone and said to him 
(son) I'm fine, I'm coping, you know. But when I got off the 
phone she (daughter-in-law) said to him (son) you go home your 
Mum needs you, how did she know? I did need him, // I did 
(crying). 
(Carol) There were days when it was a struggle and I will admit 
that and that's often when I gave in and let him have a day or 
two in hospital just so I could catch up a bit at night time, as 
long as David didn't blackmail me to bring him back home. 
It appears to me that women in this type of caregiving role find an inner strength to 
cope and deal with the daily demands of caring for their dying partners. They all 
made caring for their partners their priority and made a commitment to do this. 
Having a strong relationship myself I wonder if that connection and history are the 
building blocks that enable women to undertake this challenging role? 
In this chapter I have introduced the reader to the four women who agreed to take 
part in the study. I explored the two themes that presented themselves when 
examining the transcripts and listening to the conversations. The two themes 
identified were the women's' responses to health issues and inner strength. 
In the following chapter, I look more deeply at the meanings the women have made 
of intertwining the role of partner and carer. I also examine the role of family 
support. 
CHAPTER 7 
THE INTERPRETATION: CARERIPARTNER 
... today, this moment here was the most important part of what we had left, 
every moment was important.. .(Rose) 
In chapter 7 the intertwining of the role of partner and carer is examined and an 
interpretation of the findings made. While it was not my intention to limit the 
research to wives caring for their husbands, no unmarried women or lesbian women 
joined the study. Therefore the experiences of caring for a terminally ill partner in 
this study are all the experiences of married women. 
I have observed the challenges rural women face when caring for their partners. In 
Scott, Whyler & Grant's study of family carers of people with a life-threatening 
illness they noted that, "There are many challenges for carers of people with life- 
threatening illness. Their contribution toward, and experience of caring is an area 
worthy of investigation" (p.290,2001). 
By looking for the themes I have tried to construct the meaning the women have 
made of this experience. 
This chapter ends by considering the role of family support. During the interview 
process it became apparent that the role of the family was significant. 
It was clear that Rose took on the role of caring for Graham as the most important 
thing she could do at that time and as we talked I got the impression that looking 
after Graham was in no way difficult for her. Rose's exemplar highlights the 
determination all the women in this study exhibited when faced with being both wife 
and carer of their partner: 
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In my mind I decided I would be (alright), so it wasn't anything 
to worry about, forget about that and just get on with today, this 
moment here was the most important part of what we had left, 
every moment was important. [...l I really wanted to do it all 
myself, I wanted to do that. Then I had you there and the other 
nurses who came every day. That was really important to me 
because I wanted to do it but I also wanted you there to say, 
yip, that's right, or do it this way, or do it like that, but as far as I 
was concerned I would have stood on my head for a week if I 
had too. 
7.1 Intertwining partner1 carer 
I have ofien acknowledged how sad it must be to lose your partner and wondered 
what it must be like to care for them when they are dying. I have wondered if like 
Robinson (1990) "the close marital relationship may have served as a form of 
intimate support" (p. 199). 
Another statement made by Rose reinforced this view. She talked about her marriage 
as a partnership. She also highlighted the inclusion of the children as part of the 
relationship: 
(Rose) I think in my mind he had always been the doer and the 
provider and everything else, meant all of a sudden I could do 
something for him and I think I actually said that to him once, 
you know it's my turn now. I think it was like a partnership so 
what I was doing // (Rose crying) was trying hard to be part of 
the partnership. I mean, it was just something that was there to 
do, you know this was what I could do for my partner. So I did it. I 
also had to be there for the kids as well. Quite often he would 
say, you'd better do such and such and I would say "for the 
kids". I think for both of us we also wanted to make sure that the 
kids would be all right. You know I was just there for him. 
I just concentrated on the positive side and made the most of it 
and it actually helped him too, I think. Because I think 
underneath he was worrying about me so I had to show him 
that it didn't matter, I'd be all right. In my mind I decided I would 
be (alright) so it wasn't anything to worry about, forget about 
that and just get on with today and this moment here was the 
most important part of what we had left, every moment was 
important, yeah. I didn't want rest, I didn't want anything, I just 
wanted to be there until I didn't need to be. (crying) 
We not I 
Of note was the fact that the women often talked about W not I. Throughout the 
interviews it was apparent that the women's husbands still play a significant part in 
their lives and referring to we was not unusual: 
(Rose)Took me a long time to stop saying, oh well, we this or we 
that. 
I was just there for him 
(Marion) I would never go out and leave him, I was lucky that 
there was always someone here but I rarely went into town at 
that stage because if I talked to anyone I would get too upset. 
The kids would do the shopping for me mainly and I didn't want 
to leave him, I did not want to leave actually leave him in case 
something happened while I was out. 
Irrespective of how the women viewed combining the roles of partner and caregiver 
the women all experienced multiple role demands. All the women in this study 
attended to the caring tasks such as bathing or washing, dressing, administering 
medications, assisting with mobility; for some it required attention to wound care, 
colostomy care or bowel care. For all four women it involved giving considerable 
emotional support to their husbands. None of the four women had ever had any 
training in attending to the complex needs listed above hut not one of them felt they 
couldn't or wouldn't undertake their partner's care. 
I used the three themes that presented themselves when analysing the data to 
investigate what the women made of this experience. 'Themes have 
phenomenological power when they allow us to proceed with phenomenological 
descriptions" (Van Manen, 1990, p.90). 
The three themes emerged as I explored these women's stories and attempted to 
make meaning of intertwining the role of partner and caregiver. The fist was 
whatever he wanted or needed. The second was the taken for granted the third was 
intimate support. 
7.1.1 Whatever he wanted and needed: Altruism 
While the four women may have expressed themselves individually the impression 
that I had was that all of them would have done whatever was required to care for 
their hushands. They all had an overwhelming need or desire to provide whatever 
was needed and to do whatever their hushands demanded of them. The interesting 
thing I noted was that none of the women were angry about this, it appeared to be 
rewarding for them and something they could do in the context of their merging role 
as carer and wife. While there were times when the women were physically tired the 
emotional reward was clearly positive: 
(Rose) Well the thing was that all of a sudden, you know, I was 
told this is all (the time) you've got left (together). So in my mind I 
wanted to make it the best we had, and Graham wanted, he 
was the same; you know we both said the same. So that's what I 
gave him, you know, as much, I just gave him all my time you 
know, that was just as much as I could give him was whatever 
he wanted you know. 
(Carol) I think when they said they could do no more, that just 
seemed that the bottom had dropped out of your world for a 
while until you sort of came to terms with it, I made it as easy as I 
could for him. 
(Wendy) If he wanted to do something he wanted to do it then 
and if it involved me I would just drop things and go and do 
whatever it was he wanted. I would just walk off and leave 
everything, just basically whatever (he wanted). One day, it was 
a nice day, like this, (day of interview) and he decided he 
wanted to go across to the other side of the bay. We got in the 
car and went across and when we go there he wanted to 
come home again, but that was OK, but it took the whole 
afternoon. One day my brother rang and said they were having 
a thunderstorm (down the valley). He (Clive) loved thunder and 
wanted to go down and sit on the beach and hear the thunder 
and watch the lightening. So we did, just sounds crazy but, 
yeah, anything he wanted, whatever. If he wanted a special 
meal, I would get it, whatever I could do and yeah just do it, 
whatever. 
(Marion) I would get up early and I've never needed a lot of 
sleep. I wouldn't get to sleep until quite late and I was usually 
tired enough that I would sleep reasonably well, which was a 
blessing. I'd get up early because I would want to give him his 
great array of pills early and yeah, it just went from there. 
All the women found meaning in being able to give their husbands what they wanted 
and demanded. Their unselfish concern for their husband's welfare was a 
demonstration of pure altruism, where nothing is expected in return and there was no 
sense of being a martyr. 
7.1.2 Taken for granted 
During all the interviews the women acknowledged that they all thought their 
husbands would be there forever. While this impression was not necessarily 
articulated clearly, all the women gave an overriding impression that they had taken 
for granted that their husbands would always be around. I found these stories very 
sad. The women expressed considerable sadness and cried freely as they reflected on 
the situation. Expectations of how their lives would he and plans that had been made 
that would no longer eventuate were expressed through their stories: 
(Rose) ... l would just take for granted he'd always be there and 
then all of a sudden ... 
I think in a way I was lucky we went through that. Graham and I 
we had those few weeks, we got a life time in those few weeks 
that we hadn't had for a lot of years of our marriage. So even 
though we had been married for so long those last few weeks 
were what we would have, you know what I would have liked 
for the rest of our life, but we did have it, you know, we did 
actually have that so we were lucky too have that. 
(Carol) I think we probably both felt our lives were on hold 
because when we got married we had so many plans about 
what we were going to do and none of them eventuated, so 
yeah it involved both of us, not just me. 
(Marion) You know we had been married for a long time and 
you think about all the things that have happened in your 
married life, you wish you could have it over again, do things 
differently. Not all of them but there is always some things you 
would like to do differently. 
(Wendy) Even though he had radiation treatment, we just pretty 
much carried on as normal from that point. He went on doing 
the things he had always done. [...l He had two major projects 
going. We didn't really talk about anything. [...l No we didn't 
(talk). We just knew it was out there somewhere and got on with 
what had to be done. Clive was a very reserved person. It was 
really hard to bring the subject up with him. I wished now I had 
pushed it a bit but I just respected he was a person that would 
tell you in his own time and sometimes that could take a long 
time but he never got to that point of wanting to talk about it. 
Taken-for-granted may seem an unusual theme in making meaning of intertwining 
both carer and partner but there is an assumption that our own values provide the 
basis for meaning Farran et a1 (1991). They further suggest that some values are 
based on experience. 
Experiential values focus on relationships and feelings that persons 
have toward others. Caregivers' experiential values are expressed as 
they appreciate relationships with others in their life, and focus on who 
the care receiver was in the past, while at the same time enjoying the 
person for who he or she still is. (Farran, Keane-Hagerty, Salloway, 
Kupferer & Wilken, 1991, p.483) 
Reflecting back on the taken for granted enabled the women to express their 
experiential values. Focusing on their husbands' pasts but at the same time 
acknowledging the pleasure in being able to care for them suggests that the women 
found meaning in this experience. 
7.1.3 Intimate support 
The theme of intimate support was highlighted in a variety ofways. The first area 
that presented itself was that of the women attending to the intimate tasks of personal 
care for their husbands. Not one of the women found it difficult to attend to their 
husbands needs. The importance of communication in a therapeutic relationship is 
well documented (Benner, 1985,1994). The communication between these women 
and their partners varied, and although two of the couples spoke openly about their 
situation the other two did not have the benefit of such openness. However it was 
interesting to note that the lack of verbal communication around their partner's 
illness did not prevent these women from providing intimate care and support. These 
women found ways of providing intimate support and communication in ways other 
than talking about the situation. Maybe words are not always necessary in a 
relationship built up by a 'coming-to-know' each other over a number of years: 
(Marion) I was very grateful for that (nursing Sam at home) and I 
can't imagine how I would feel if I had to send him off to 
hospital. No it was something that I just needed to do for myself 
really. In a way, I loved looking after him and you did most of 
that work (nurses). We did a lot during the day (family and 
Marion) but you (nurses) did a lot there and I was just with him all 
the time really, so anything that cropped up I did for him. [...l I 
wanted to be the one to do all the very private stuff that has to 
be done. Anything that had to be done like that, I wanted to do 
it but it wasn't for a very long time really, not really. 
Marion's story demonstrates the pleasure and meaning she attained in caring for 
Sam Intimate support appeared to benefit both the wives and their partners. Seeing 
their husband's condition deteriorate and witnessing the men they married become 
so ill and ftail was clearly distressing for all the women. I think Carol's account of 
David's deterioration highlights the importance of intimate care for both her and 
David and the sadness experienced as this became more difficult: 
(Carol) (As David's condition deteriorated) It was almost like 
having to turn part of you off and you know that you just can't 
be selfish about it. David couldn't help the fact that we've got 
to have separate beds, 1 mean, I think as you know I pushed the 
beds together, but there was a gap between. It wasn't the 
same as being in the same bed and being able to put your 
hand out or cuddle up in the night and yes, just those little things 
(Carol missed). Yeah it was as if part of your life had been taken 
away, yeah, cause like right up until just not that many days 
before David died, at times when we were going to bed, 
because I always gave him a cuddle and a kiss as I tucked him 
down, he'd say, "oh do you think you could get up the edge of 
the bed and give me a cuddle." You know it was quite 
awkward at sometimes. I felt so tried sometimes I was scared I 
would go to sleep while I was there and fall out of bed. 
It was not just physical intimacy that was important to the women in this study. 
Being open to intimate conversation, taking of personal issues and how the illness 
would progress were important, but not always possible for all the women. Rose's 
experience of intimate conversations was profound: 
(Rose) When we first heard about it (in the hospital), I remember 
going back to his room and we just talked and talked like we 
had never talked for years. I don't know what we talked about 
but it was just like opening the gate. You know that was the 
beginning, it was like that from then on. I suppose my biggest 
regret was that we waited until he was so sick until we were able 
to have that experience because it was beautiful; it really was 
you know it was lovely. 
This was in contrast to Marion and Wendy who both clearly found it difficult that 
support gained by talking together about what was happening or going to happen 
was missing: 
(Marion) He was always pretty irritable and if we could have 
talked about things, but I couldn't, he wouldn't. If anyone 
mentioned anything like what was really happening I don't 
know what he would have done, he just couldn't handle it at all. 
His sister came to visit and she said something along those lines 
and he just about, oh it was terrible, he was so shocked when 
she said something to the effect that he was dying and I 
realized that I could never talk to him about it really. 
How far does intimate support go? Two of the women, Wendy and Carol talked 
about euthanasia, both these women had been involved in their partners cancer 
journey for a number of years. Both women were relieved that they were never put in 
the position ofhaving to support their partners or family over this decision. This 
initially came up when I was exploring what it was like seeing your husband change 
physically: 
(Carol) It was in many ways, perhaps like looking after a child a 
good many times. His moods became pretty childish at times 
and I used to think, where the hang is that coming from. Often I 
used to think it's a bit like looking after a child. It wasn't David; 
he'd changed there. There was another thing, his medication. 
The amount of medication that was about here and that was 
one thing that I admired and have often thought of since then, 
since David died. He never put me under the pressure of saying 
you've got enough medication just give it to me and let me go. 
Because of the person he was and the problems he had had in 
the past with his nerves, I still think, well, I was pretty lucky he 
never put that on me. I wouldn't have done it in any case. It was 
one thing I wouldn't have done for him, I would have done 
anything but that was one thing I don't believe in. [...l Towards 
the end, I used to often think about it (David asking) One day he 
is going to say, "look I've had enough of this." Especially that last 
month when he was just bed ridden and his bowels weren't 
working and everything and yeah, I admire the fact that he 
never ever did ask me to do it, it must, you would have thought, 
been almost tempting too, cause he knew that there was plenty 
of medication here (at home) to do it. 
Although Marion or Rose never discussed euthanasia, witnessing the deterioration of 
their once big, handsome and vital husbands was clearly distressing. This may be an 
area worthy of further investigation. Marion expressed her relief that Sam's illness 
was not prolonged, this relief was not for herself but for Sarn: 
(Marion) I think that it was better for Sam to have a shorter time, I 
think if it had gone on it would have been even more terrible for 
him. I don't know how he would have handled it had it gone on 
another three months. He was so, well he just couldn't handle 
the whole thing at all, men always want to put things right 
somehow, to see him reduced like that, it's the worse part isn't 
it? Sam was a person who could always fix a problem - all sorts 
of problems. He would persist until he found a solution. He was 
wonderful like that- we were lucky to have him, and we all know 
that. But this was something he just couldn't fix. 
Wendy and Marion may not have had the support of regular in-depth intimate 
conversations but there were brief moments shared that highlighted the importance 
of their relations with their partners: 
(Marion) One time, early in the morning, I would get up about 
seven and he had a wheelchair at this stage and I wheeled him 
out here (lounge). We were sitting looking at the, oh it was 
winter time and the sun was coming up and he said, this was the 
only time he ever said anything. He said, " What are we going to 
do?" like that and I didn't know what to say, I couldn't say "Oh 
it's going to be alright, don't worry." I just said, "Well, we are just 
going to do what we have been doing. You have got 
everybody around you and you've got me." I said "I won't have 
you when I die." He said, " That's terrible." So suddenly he just 
thought about it. (Marion crying, unable to carry on). 
(Wendy) We got half way down the road the two of us 
(daughter and Wendy) pushing him in the wheelchair and he 
made a noise to stop. His voice was really, really weak by that 
time. I bent down to see what he wanted and all he said was "I 
love you." [...l We came home again but he wouldn't let me 
get tea, he just wanted me to sit with him. 
It appeared that the two roles merged; combining wife and carer was not seen as two 
different roles. Looking for the essence of the phenomenon of women caring for 
their terminally ill partners the essence presented as a double sense, a merging of the 
roles. The words that appeared that seemed to have significance werepartnership, 
marriage, belonging, family, and we and closely joined, there was an overarching 
sense of synergy. I think the women found it strange when I asked them to tell me 
about what it was like being both wife and carer for their husbands. I felt they did not 
see these as two different roles: 
(Wendy) It just felt right, that it should be me looking after him, 
no doubt about that. I think the two roles just merged really. 
The meaning the women found in this experience was the emotional reward, 
value, usefulness and validation that they experienced. It needs to be acknowledged 
that these assumptions around the meaning the women in this study made of their 
experience of intertwining the role of carer and partner, are mine. I agree with Farran 
et al, "Although general assumptions about finding meaning can be identified, it is 
important to note that meaning is individually determined. No one can fmd meaning 
for someone else" (p.484). 
7.2 Support 
I looked at the area of support, as it was highlighted when extracting issues or 
themes found in the transcripts. In the area of support the following themes were 
revealed: support or lack of it from family and support or lack of it ftom health 
professionals. 
I decided to cover the role of professional support by looking at the role of the 
visiting palliative care nurse. This will be discussed in chapter 8. 
Family support played a significant role in the experiences of these women, as the 
family were clearly an integral part of the informal support network. 
7.2.1 Family Support: A tower of strength. 
(Carol) She hadn't been having a lot to do with me but 
something must of clicked in (once David became more 
unwell), yes, she really was a tower of strength to me. 
I felt it was appropriate to include family support in this chapter as intertwining the 
role of carer and partner was also interlinked to that of being a mother and a member 
of the family. Ofnote was the fact that only Carol identified a gap in support 
received ~ o m  family members. Carol admitted to not having good relationships with 
many of David's family before his illness and at times relationships with her own 
family, most of whom were not in the area were difficult. Neither of David's sons 
were nearby and visits kom them were inkequent. The only family help for Carol 
came from her daughter, David's stepdaughter. Given et a1 (2001) found "families 
that communicated effectively prior to the illness seem to cope more effectively 
during the illness than those with histories of less functional communication" 
(p.222). Wendy, Rose and Marion all shared with me positive things about their 
immediate families i.e.: children and grandchildren involvement. Perhaps Rose's 
stories best describes the significance of close family relationships at such a sad 
time: 
I think that they all gave their Dad all they could as well you 
know. For us it was happy times to be together, you know, I 
mean unfortunately he was sick but it was really good all being 
together. [...l The family used to look after the meals and things 
like that; all I had to do was just concentrate purely on Graham 
and things worked round that. If he needed me I would just go 
to him, yeah, so my family were always there, they always 
helped out with the work. We just automatically slipped into a 
system where everybody helped everyone else. 
Rose told me it was not just the domestic chores that the family were involved with 
but that they gave Graham much loving. She told me how one daughter would 
massage his back for hours on end; she was able to come in and: 
[...l just put her hands on and he'd say "yes 'that's the right 
place." So all of them had special, there were special things 
they could give him. She could do his massage and (son) was 
always there to talk to Graham and he would do whatever 
things Graham wanted. 
Rose said she found it helpful to have the grandchildren around and expressed this in 
the following lines: 
They actually gave him lots of loving energy yeah, so he was 
able to give it back to them. He adored the grandchildren and 
they adored him. They would come and talk to him. [...l And 
yeah they were really important, but as he gradually got sicker, 
they still came and they were very much part of the link, the life 
link, the energy link, love link. They actually stopped climbing all 
over him because he was getting much more frail but they 
instinctively knew. Graham was sick but it was just another 
normal day and they were part of that and they were just so 
much part of his life. I think they knew when to be quiet, when 
they could relax, they were really good, they were just so neat. 
Rose's family all lived nearby and spent more and more time at the family home as 
Graham's condition deteriorated. Both Wendy and Marion also shared experiences 
of helpful support from immediate family members. Unfortunately for Carol she did 
not have this support and she commented on the importance of this near the end of 
the interview: 
(Carol) I think the biggest thing when you are coping with that, is 
some family support you know. Having the patient's family 
supporting because it's important to the patient that they get 
that family support. You know that the family is coming to visit 
them. So often the family just can't bring themselves to do it. I 
think it makes it easier for the caregiver too because they see 
them (David) fretting because they are not getting family 
support. That just puts more strain on the caregiver because 
they have to try and lift them (David) above that, I think that is a 
very important thing. I just think it is a shame that families don't 
go and visit and visit right from the beginning and then it is not so 
hard on them. I think it was a shame his mother was just so 
awkward and didn't work in, cause she could have spent many 
happy hours with him. I mean she could have stayed here at 
different times while I went and did some things, even if it was 
only down to garden. His brother could of come and sat with 
him too but he reckoned he couldn't handle it. Some of his 
close friends, you know he only had one or two really, really 
close friends and they just wouldn't come and that reduced him 
to tears many times. You know I think they missed a lot because 
of that. If they had come right from when we first found out and 
worked their way through it with him, instead of coming after so 
many months and there was such a change that they weren't 
prepared for it. They just couldn't come back and face it and I 
mean they could have come and had a yarn while I popped off 
and did something; I get the impression that they think it's going 
to jump out and get them too. 
It was interesting that family support was seen as just as important, if not more 
important for their husbands than it was for them. 
Something I have noticed in my time of entering peoples homes when someone is 
dying is that extended family members are often less helpful and can cause 
considerable stress. Some of Carol's story above supported that. Marion made a 
comment that I have heard other women echo that further support my observations: 
(Marion) There were times when his family came down. Two of 
them came down, his sisters who were very nice. I had to 
entertain them and instead of being in there with Sam I was sort 
of looking after everyone. So when they wanted to come again 
I just put them off. It seemed rude at the time but I am pleased I 
did put them off because my whole life was taken up with 
caring for Sam. 
This chapter examined the meaning the women, who took part in the study, made of 
the experience of intertwining the roles of partner and carer. The three themes of; 
what ever he wanted, taken-for-granted and intimate support were identified as those 
that gave meaning to this experience. The chapter concluded with an examination of 
family support during the time the women cared for their dying partners. 
In the following chapter I discuss what it means for me to work as a palliative care 
nurse and what these conversations have highlighted that may be of value to 
colleagues. I also discuss the limitations and strengths ofthe study. 
CHAPTER 8 
DISCUSSION 
This chapter discusses the role of palliative care nurses who choose to become 
involved and the implications for nurses in clinical practice in the rural setting 
partnership. Having identified the themes of the lived experience of women caring 
for their terminally ill partners as a result of the interviews and through the process 
of dwelling with conversations and reflecting on my own practice, I became aware of 
areas that I could evolve in my own practice. Because of the specific nature of the 
women's comments I could begin to understand how their comments could alert 
nurses who work in palliative care to ways that together, carers and nurses, could 
r e h e  nursing practice to recognise the unique emotional and physical health these 
women experience when caring for their terminally ill partners. This chapter reveals 
that the commentary ffom the women which indicates quite specifically that the way 
in which palliative care nurses respond to the needs of these women who are caring 
for their partners matters, immensely. Their efforts are strengthened through utilising 
insight, awareness and reflective conversations with the women in the role of caring 
for their partner. The women and their partners also know that within the hospice 
framework of care, the partners and family are included during and after the person's 
death. Within this fiamework these women are assisted to plan or visualise a way 
forward and discover through the nurse-led conversations how to engage in the 
caring partnership and reveal what it is that they recognise as changes in their 
partner's condition. Nurses need to discover how to converse with and draw on a 
woman's awareness and value the ways they can plan together. This also makes the 
journey recognisable, transparent and fit into a framework of care for the dying, 
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which respects the partner's primary role. The special time when a person is 
terminally ill and the nature of caring offer conversational times that build mutual 
capacity that enable nurses and carers to move with the rhythm of changes that occur 
and make connections when there is so little time actually spent together. The 
pathway for healing and recovery kom loss often include a time for conversations. 
These conversations often reveal things that people want to reflect on or share, and 
can include feelings of loss and bereavement; perhaps share concerns which might 
include, regrets, faults or mistakes. The insights gained in this reflection enable 
nurses to take a gift fiom each of the women and build that into the fabric of their 
practice, revealing how care might evolve in our communities. 
The second part of the chapter positions this study, largely based, on one hour 
conversations with four women who had been in the role of caring for their dying 
partner, and considers some possible limitations and strengths. 
8.1 Role of palliative care nurse 
I felt an area of support that was worthy of discussion and was mentioned during the 
interviews was that offered by the health care providers. Bergs (2002) 
phenomenological study of women caring for their husbands with COPD reported 
that wives felt dissatisfied with the lack of support from health care providers. While 
the level of health care provision was evident during the conversations, all four 
women had a variety of different experiences in this area. The importance of advice 
and support provided by health professionals was apparent. 
Death is part of life and the palliative care nurse assists those dying in their unique 
journey. Margi Martin (1994) refers to nurses as guides. She believes it is important 
to have a guide to show those dying how to cross the boundary of life and death "As 
in birthing so in dying, there is an ebb and flow, a transition through which a person 
can be guided" (p.81). This is not referring just to the moment of death but the 
process of connecting with those with whom the palliative care nurses are involved. 
It is the building up of the communication, understanding and coming to know one 
another that construct the therapeutic relationship that guides patients and carers 
throughout the cancer journey. 
While in general all four women were satisfied with the help they received fiom the 
palliative care nurse there was an occasional negative story. Not valuing the 
women's knowledge and not responding quickly to cries for help are two areas I 
examined around negative experiences. 
8.1.1 Not valuing 
(Carol) One of the nurses would never look in my diary, never 
looked to see what I had put down, which I found quite insulting 
to be quite truthful. I felt as if, you know when you other ones 
(other nurses) came in you always looked to see what I had 
written down and you always wrote some things down. I really 
felt that when she came in, I put the book out and it was 
completely ignored as if it wasn't worthwhile me writing things 
down. Couldn't she have put some little thing there? To me it 
meant a lot. Probably to her it was a lot of nonsense, but to me I 
felt it was quite important to my day. To see what remarks you 
ones had made it was probably quite comforting to me, I felt. 
It is important that palliative care nurses recognise the isolation many women in this 
role experience and validate the wisdom and knowledge they provide. Caring for 
their husbands was an enormous responsibility for these four remarkable women and 
they were the most essential piece of the jigsaw that all fitted together as their 
husbands approached death. I suspect that like myself, many palliative care nurses 
rely on the information that women provide as part of the holistic care we provide. 
They are oflen able to provide detailed information about their partners' symptoms, 
appointments, mood, fears and worries that they don't necessarily share with other 
health professionals. Validation of their input is essential. 
8.1.2 Cryforhelp 
All of the women acknowledged that there were times when they needed practical 
help from health professionals. Looking at this area as it related to the palliative care 
nurse, Wendy's experience of needing help stood out. Being the most isolated of all 
the women in the study, parts of her story support what I have suspected; that is that 
because of the distance from base-support, patients symptoms and the treatments 
offered are not always monitored well enough. I don't believe this is due to not 
having the knowledge or skills but due to a lack of service provision i.e. it is 
considered to be too costly in time and resources to provide the ideal amount of 
support and care to someone living a great distance from the support base. I have 
highlighted this plight with extracts from Wendy's interview: 
When he first went on medication I had uneasy feelings that it 
wasn't monitored terribly well, but I blame myself more than 
anyone else because I didn't speak up, I didn't realize until later 
that things should have been different. He got really agitated 
and he couldn't sit still, he would vomit with the liquid morphine 
so they had to give him something to stop the vomiting ... the 
nurse would say to him " have you got any pain?" He would sort 
of say, "Oh, a bit of a niggle." And they would push it up a bit 
(the morphine syrup) Every time they increased it, it would all get 
worse really. Basically he would be walking up and down the 
driveway at 10 o'clock at night, so then they would give him 
haloperidol to calm him down. That didn't really work all that 
well, I just felt it should have been better somehow. 
It is not always easy for the palliative care nurse to provide the ideal monitoring and 
support. Due to the time constraints caused by excessive travelling to visit a patient, 
some monitoring and support is offered over the phone. Maybe it is not the best way 
to communicate with someone requiring help. In their exploratory study Silveira and 
Winstead-Fry (1 997) noted in mral areas caregiver needs are less likely to be met 
than patient's needs, 
The nurse has to rely on the patient's doctor to prescribe the appropriate medications. 
There are occasions when an isolated pharmacy may not stock the prescribed 
medication so delays can be experienced before medication arrives: 
The day before he died was very distressing, he developed that 
rattly cough that someone referred to as the "dying rattle" and 
we all struggled with that, it was wicked. ... The nurse came and 
we asked her to do something about it. She was a bit hesitant 
and said" people don't usually do anything about it." ... 
Anyway we asked the nurse to do something about it and she 
said there was a drug they could use but she would have to get 
the doctor to prescribe it. The doctor came out in the evening 
(without the drug). (the nurse phoned) She said the drug had 
been prescribed but they (pharmacy) didn't have it in stock 
and they were trying to get something else. He (my son) was so 
upset he yelled at her and said "Well get it!" ... I went outside 
and thought this just dreadful; my kids are going to think 
euthanasia a good thing because of this. 
It is easy for nurses to become so familiar with the tasks of caring that we may 
expect carers to be able to attend to and deal with activities of daily living that we 
take for granted. Assistance and education can mean the difference between coping 
and not coping. Being sensitive, thougbthl and making time to engage with those 
taking on the role of carer is in my view an essential part of the care provided by the 
palliative care nurse: 
I did ask one of the nurses to show me (how to lift) and she said 
she would do it next time and I don't think it really ever 
happened and I just really had to just figure it out how to do it 
and maybe I didn't do it the best way. 
Getting him in and out of the wheelchair and in and out of bed, 
I struggled with that. I've got a bad back and I really didn't 
know how to do it, I just had to work it out for myself really, the 
best way of doing it. I could of really done with some help on 
that one. 
The thing that I found really difficult was shaving him, I really 
struggled with that one and I got a little bit frustrated with the 
nurses. I actually said to them that it was really hard and I didn't 
know how to do it. 
8.1.3 Practical help 
The women in this study saw the provision of equipment and practical support such 
as home help and assistance with personal care as invaluable. These provisions have 
long been recognised as part of the palliative care service. We have to hope that as 
funding issues become more acute these services can still be supplied. 
All the women echoed Marion's account of the practical help. When Marion talks of 
'you' she is referring to the nurses in our community service: 
(Marion) I thought the help you gave was just amazing and you 
cheered him up no end. 
I think the support we had was wonderful. I know the support 
you gave and you supplied all the bits and pieces, the towels. 
You know I never thought of that, I mean I thought we had lots 
of towels and things but when it comes to something like that 
you don't realize how much stuff you use. You know you 
supplied all sorts of little things, and they were washed and 
laundered and all that. No, that was amazing. 
You arranged for the blocks to go on his bed, which made it 
much easier to get him out of bed, and the wheelchair when he 
needed it, which was very useful. For the last part that bed from 
the hospital, there were things like that that were very helpful. I 
thought it was great the support you gave us in that respect. 
You made it comparatively easy to look after him. 
I know that I could have asked you anything I wanted to know. 
We got Sam into that single bed, the electronically operated 
one from the hospital which you organized, really that was the 
last few days, that was very helpful and he liked it. 
8.1.4 Emotional support 
Feeling emotional pain during the time the women cared for their partners was 
clearly expressed during the interviews. The trigger of the interview appeared to 
bring back all the feelings and emotion the women experienced at the time and I 
believe their perception of these events is the central tenet of the study. Even as time 
has passed all the women were struggling to deal with the emotional pain of losing 
their partner. However while they all acknowledged that life had changed it had not 
ended either. 
Costello's (1 999) ethnographic research project on anticipatory grief explored the 
role of the nurse in providing support. Costello argues, "Giving emotional support is 
a key component of the nurse's role in anticipatory grief experiences as well as post- 
death bereavement." (p.230). I believe all the women acknowledged the importance 
of the emotional support provided by the visiting palliative care nurse. The following 
exemplars highlight this: 
(Marion) It was the nursing that was so wonderful and that's 
what you seem to need much more than doctors. You were so 
good; you (nurses) were just marvellous. The nursing was 
absolutely marvellous. 
(Carol) You know if it hadn't been for the wonderful support 
from you ones (nurses), it would have been a damn sight harder. 
What I enjoyed was having that diary that was written in every 
day. Often one of you would put, you are doing a wonderful 
job. Little things like that, to me were great, because I really 
wasn't getting that from anywhere else. 
8.2 Practice assessment 
If the research I have undertaken does no more than highlight the need for nurses to 
undertake a much more in-depth assessment of those caring for their loved one in a 
home setting, then it will have been worth it. This assessment of carers in a home 
setting is essential for the provision of good quality care outcomes that assist the 
person dying. A key component of that quality outcome is that we assess the support 
needs of the carer independently from the patient. I believe it is also important to 
have knowledge of the relationship between the person being cared for and the carer. 
Nolan, Grant and Ellis (1990) noted the following in their quantitative data analysis. 
Such knowledge is unlikely to be gained from a cursory assessment 
but requires a degree of trust between carer, dependant and the service 
provider. Such trust is best established where there is a sharing of tasks 
and regular contact between all parties. Given the high dependency 
and levels of disability with which many carers are faced, this places 
nurses in the unique position of providing care of an often very 
personal nature to the dependant, whilst also having the professional 
knowledge and expertise to give the carer advice, support and training. 
(p.552) 
It is important that we, as visiting palliative care nurses, don't think that because on 
the surface these women appear to be coping and managing, that we can neglect the 
assessment and provision of appropriate physical and emotional support. In a study 
of 207 carers in Britain, Jones, Hansford and Fiske (1 993) interviewed principal 
carers two to four months after the death of the loved one they were caring for. The 
participants were asked about what happened in the four weeks before the death. 
Most carers said they experienced physical symptoms but they were reluctant to 
mention these to the doctor, as their own problems didn't seem bad enough to bother 
the doctor with. More noteworthy was that the carers felt that the doctors and nurses 
would ask about their own problems if they were important. "Clearly many carers 
believe that doctors and nurses would know about their problems without being told" 
(p.4). Equally this could suggest that carers expect health professionals to know that 
they are experiencing emotional issues. Jones et a1 (1993) felt that this kind of deficit 
lies with the health professionals and the challenge is to encourage colleagues to 
practise patient-centred care. Reminding us that palliative care encompasses the 
support of family, whanau and friends who look after someone who is dying. 
8.3 Limitations and strengths of this study 
In this second section in the discussion it is important to recognise that while each 
woman offered her unique experience of caring for her partner, their comments 
touched a broad spectrum of interests and concerns for me as a palliative care nurse. 
It is important therefore to offer some comments on the limitations that exist in the 
study while balancing this with the obvious important strengths. Phenomenological 
research comes under the heading of qualitative research. 
Qualitative research is an inquiry process of understanding based on 
distinct methodological traditions of inquiry that exposes a social or 
human problem. The researcher builds a complex, holistic picture, 
analyses words, reports detailed views of informants and conducts the 
study in a natural setting. (Creswell, 1998, p.15) 
Use of hermeneutic phenomenology in nursing research can provide a rich source of 
knowledge around understanding the lived-experience but is often criticised for its 
limitations (Crotty, 1998). Wilkie (1997) noted that because investigators often work 
with smaller numbers it could make it difficult to have the study accepted as a 
rigorous and scientifically valid piece of work. The numbers in this study may have 
been limited to four but they were all committed to sharing their experiences. When 
researching the lived experience someone has had to experience that phenomenon 
and the number of participants is less important than the "uniqueness of participants' 
human health experiences"(Gi1lis & Jackson, 2002,p.220). 
The major strength of qualitative research is the validity of the data it 
produces. Because researchers collect data by means of in-depth 
interviews and participant observation in natural settings, the 
participant's true reality is more likely to be reflected in the rich 
descriptions that result than would be reflected in data collected in 
contrived settings using qualitative instruments. (Gilles & Jackson, 
2002, p.220) 
While the number of participants may be small every one involved in the study 
experienced the phenomenon. This way the data is specific to those studied as 
opposed to the use of random sampling of quantitative research. 
This study was limited to the examination of four married, rural women who 
experienced caring for their terminally ill partners who subsequently died. Because 
the number of participants was small the comments are unique and may not 
necessarily be generalised to other carers. The women wanted to point out certain 
ways to improve services and help others by sharing both positive and negative areas 
of the service and their experiences. 
I suspect the study may be limited by me as the researcher. Sandelowski (1997) 
stated that " Qualitative research seems warm and fuzzy next to the demands of 
statistical work and therefore draws to it's ranks persons without the requisite 
training, talent and skills"(p.127). Never having undertaken research of any kind I 
admit I felt and still do feel that I may fit into this category. I attempted to overcome 
this by adhering to the criteria that Reason (1996) (cited in Sandelowski 1997) 
suggests qualitative researchers embrace. Researchers need to " face the people", 
"interrupt patterns of power" "speak and write in a manner that makes people t h i i ,  
"heal our worldview," and ultimately, "to be of usen(p. 127). Through the research I 
have endeavoured to meet these goals and therefore make the inquiry resemble 
actual life as it was for these women and allow us to see their reality. 
The particular strength of this study is the description of the experiences seen in the 
exemplars. I believe another major strength of the study is that it was undertaken in 
rural New Zealand and is therefore particularly relevant to the provision of palliative 
care services in this country. 
CHAPTER 9 
CONCLUSION 
This fmal chapter considers what the research might contribute to the literature. 
While 1 discovered there was international research on carers in rural settings and 
rural nursing, I was unable to find any published in New Zealand to date. Writing 
this thesis makes me realise the importance of taking time to reflect on the 
conversations shared by women in a caring role. I am reminded of the importance of 
women in the role of primary carer being 100% involved and this takes considerable 
effort. The work of care forces us to grow as human beings in ways we can never 
imagine. Conversations take time and I believe they develop as we come to know 
each other. The trivial chats about the weather, fishing and the dogs give way to 
more in-depth and intimate conversations ofworries, concerns and fears. Nurses 
need to take time to listen and not just converse with a series of closed questions to 
acquire nursing information. What is needed is the information that is shared with 
and by the primary care giver and the palliative care nurse. By doing this the carer 
knows what is happening and is supported. The carer also begins to build up 
confidence and trust with the nurse and is more likely to share their own concerns 
and worries. Using the nurse as the main support person can be demanding and 
providing this level of support requires support for the nurses. Issues of time out, 
supervision and training for nurses needs to be addressed further. 
9.1 Key Points 'Women's words' 
Do we make the difference we think we do or do rural women caring for their 
terminally ill manage largely without significant help of formal services? 
One of the most hstrating problems 1 have encountered is the all too common 
problem of patients not being referred to the palliative care service. We kequently 
hear in the community of someone who is extremely ill and a carer who is struggling 
to cope. l suspect this is not only a problem in rural areas; in fact in a relatively small 
community, ffiends and family of those struggling often ring to see how they can 
access help and services. Grande, Todd and Barclay (1997) suggest, that the 
accessing of services and timely introduction to palliative care services are essential 
for ensuring adequate home care support. All the women in the study had been part 
of the palliative care service in the area as this was one of the criteria for entry into 
the study. Further research on carers who did not access available palliative care 
services may be of value. 
I stated that the rural women in this study demonstrated an ability to cope, make do, 
improvise, self-manage and just get on with the job. It appears to me that self-care is 
implicit, however in this study the women did not notice that perhaps they neglected 
their self-care. This was not deliberate, but that is common when women are faced 
with caring for their terminally ill partners and they turn their full attention to their 
dual role of partner and carer. The women in this study indicated that they missed the 
role of being just a partner. 
Three of the women in the study neglected their own physical health and emotionally 
all four women's responses were of overwhelming sadness as they witnessed the 
approaching death of their husbands. The study revealed that none of the women in 
the rural area 1 practice identified having to provide their partner's care a burden. 
However they all expressed the burden of having to 'see' their husband dying. The 
importance of their own needs and health were seen as not important compared to 
the issues their partners were experiencing. 
All four women exhibited an 'I can manage attitude' and all talked of some form of 
inner strength taking over to deal with the demands of the position they found 
themselves in. 
Rural women in the study all found meaning in their need and desire to care for their 
husbands. This meaning was identified by the positive emotional reward they 
experienced as they intertwined the role of partner and carer. Of note was the fact 
that these rural women felt that being both wife and carer for their husbands was not 
two different roles. The dual roles merged, the marriage was seen as a partnership 
and 'we' not 'I' was important. 
An interesting finding in this study was the significant role of family support and the 
importance of this in rural practice. 
The role of the palliative care nurse was identified as an integral part of the support 
needed when caring for their partner. Practical and emotional support were both seen 
as vitally important. 
The study identified similar themes experienced by carers globally and reinforces the 
value of women who care for their terminally ill partners. 
9.2 Policy Guidelines 
As a result of this study I am reminded of the importance of education for those who 
work in the area of palliative care. The New Zealand Palliative Care Strategy, 2001 
recommends the education of health professionals and volunteers that facilitates 
appropriate care for those dying (p.23). The Strategy covers the area ofworkforce 
and education in relation to nurses and doctors, recommending the development of 
100 
these requirements. It even discusses the ongoing training for volunteers (p. 19), 
However it appears that the requirements of the main caregiver have failed to be 
addressed. 
The women who provide care for their dying partners do this on a voluntary basis 
and they require some education to carry out this role. The palliative care nurse 
should provide that education. I believe this is an essential part of the service 
provided and extra time is required to do this properly. 
The vision for the provision of palliative care services in New Zealand is that: "All 
people who are dying and their familylwhanau who could benefit from palliative 
care services have timely access to quality palliative care services that are culturally 
appropriate and are provided in a co-ordinated way" (p.7). Of interest is that the 
Strategy firther states that: 
Underpinning the vision is a community model of palliative care 
services. This means that palliative care services should be provided 
for most dying people and their familiesiwhanau in their own home, 
where this is their wish. The vision also assumes that the 
familylwhanau will be active in assisting with care where this is 
appropriate. (NZPCS,2001, p.7) 
Research supports the person's choice to die a home (NZPCS, 2001, p.6). If we are 
going to rely on family to provide the majority of care in a home setting then it is 
essential that their needs and health are assessed independently. It appears that this 
area has not been addressed sufficiently in the NZPCS, (2001). 
9.3 Concluding statement 
This study arose from my intrigue with the number ofwomen who care for their 
dying partners in the rural area where I live and work as a district nurse providing 
community palliative care. This interest has put me on the learning path and at times 
I wonder where it will end. Palliative care is the area of practice I particularly enjoy 
and it is in this area of nursing that I have worked to develop my knowledge and 
skills Each step has opened another a door, revealing a new space that needs 
exploring. This exploring has made me look at my thoughts, feelings, actions and 
decisions in relation to my practice. Simple tools such as reflection and critical 
thinking are available to us all and help us to gain nursing knowledge and improve 
practice. I believe my increasing knowledge reinforces my commitment to providing 
the best care I can. Education has enabled me to develop and extend my practice, 
especially around the area of conversation with a person who is dying and their 
family. It has reinforced the need for me to weave my personal and professional self 
together. I feel lucky to realise very early on in my nursing that I wuld accept and 
deal with the 'tasks' of nursing but the enjoyment came from truly caring ahout 
people and spending that extra time, that momentary human to human exchange or 
touch that shifts emotions, or moves something along or simply changes the day 
from awful to hopehl. For me when caring for terminally ill patients and those close 
to them it is essential to have built up a relationship that is brought ahout by knowing 
each other. I believe that expression of caring is what has shaped my practice over 
the years. I believe we are all individuals and our own life experiences and 
personality have an enormous impact on our behaviour. My practice has been 
influenced by my values, my unique life and my nursing experiences. These things 
will be different for each one of us. This study has reminded me that we are all 
individuals and we all find our own ways of coping. For me to wntinue in my role as 
a palliative care nurse I also need to self-care. I attend to this by, spending time with 
my family. I don't believe I could practice as I do if I was going home at the end of 
an often long, emotionally draining day to a difficult and unhappy home life. My 
love of nature and gardening, being an ordinary human, and love and care of the 
local community are important to who I am as a person. Recognising that I too am an 
individual and it is important for me to be myself, remind me that this is the best of 
what I can do. 
Expanded practice demands expertise and increased knowledge. These factors enable 
me, the palliative care nurse, to be more confident in my abilities and have allowed 
me to develop confidence to advocate for patients and families. 
The study has reinforced the need for good communication in the therapeutic 
relationship and highlights the importance of effective listening. It also reminds me 
that while I am always professional it is the human-to-human or personal connection 
that I consider gets us through the tough times of loss. 
My exploration of the benneneutic paradigm facilitated the interpretation of the 
women's narratives and my own experiences. I found that establishing the lmks 
between my own philosophy and the hermeneutic and phenomenological writers 
supported and grounded my own thinking. It also offered a real sense of being on the 
right track, in the heart of my own practice. 
This phenomenological research does not however provide finite answers but adds 
to a body of existing knowledge. The following quote is pinned to the notice board 
in my managers office and is a reminder that answers are not always found: 
There is no answer 
There never has been an answer 
There never will he an answer 
That's the answer 
Gertrude Stein 
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APPENDIX A Letter of invitation to participants 
The District Health Board letterhead has been removed to help ensure the area 
is not identified. 
Hello. You are being contacted to see iC you would be interested in taking part in a research 
study. 
The purpose of the study is to try to gain a better understanding of your experiences when you 
cared for ,.......... ........... ... ... while he was ill and dying. Research supports the fact that 
wo~ne~i  are the main carers of those who are terminally ill and that they provide the majority 
of care in a home base se(ting. The study is therefore interested in examining the concerns 
mid issues raised by you. Of particular interest is how you managed the role of being both 
wife (Gartner) and carer. While this is a very sensitive topic, hearing your stories may enrich 
heal(I1 professionals' knowledge and assist with planning and provision of the most 
meaningful and heL?ful services for women facing a similar situation. 
. 
Karen Campbell i s  the researcher. Karen doesn't know that you have been approached. 
Karen is a Registered Nurse and is in her final year as a Master of Arts (Applied) Nursing 
student, at the Graduate School of Nursing and Midwifery: Victoria University of Wellington. 
The research Karen is pla~l~~ing to undertake is part of her academic study. 
An i~ifonnation sheet is attached to this letter to answer some of the questions you may have. 
You are in no way obligated to participate in this study. However, if you do decide to take 
part, your exp'eriences and inpkt will be greatly appreciated and valued. 
Yours sincerely 
Unit Manager 
APPENDIX B Information sheet for participants 
SI'UDY: Rural w o n ~ e ~ ~ ' s  expel-ience o fca r i~~g  Tor tl1ci1- tcr~ni~lally i l l  pal-triers 
You have bee11 invited to take palt ill this study. Before you nlake a decision wl~etlier 
or not to participate here is some i ~ ~ f b ~ n ~ a t i o ~ ~  tllal 111ay l~elp you decide. 
\I'l~o will clo tile research? 
. . 
'l'l~e rescnl-cher is Karen Ca~r~pbcll a registcl-ed IIUI-se who works i n  . .. . . ,;.. 
K a r e ~ ~  lr~ay already be known 10 you. As part of Kareil's study llirougl~ Tlle Ciraduaie 
Scl~ool of Nursiug and Midwifery at Victoria U11iversit.y of Wellington, she is 
required to undertake a research project to con~plele her Maslers degree. Tlxougl~ out 
the study a member of the academic staff of the Graduate Scl~ool of Nursing and 
Midwifery will supervise her. For the purposes of this infonnation sheet from now on 
Karen will be referred to as the researcher. 
This study has the approval of the Human Elluics Corn~nittee at Victoria University of 
. . Wellington and the approval of the Ethics Co~mnittee both of 
wl~icll are accredited by t11e New Zeala~~d IlealU~ ~ e s e a r c l ~  Council Ethics Comruittee. 
l h e  Study: 
The purpose of the study is to gain a better ~uidelsta~lding of the experiences of rural 
women who have cared for their terminally ill partner and who used the 
district/palliative care services in Tci~ninally ill meails tliat the person's 
illness no longer responds to curative treatment. Palliative care is the type of care 
given to those whose disease no longer responds to curative treatment. Palliative care 
is holistic care and includes not only control of pain and other distressing physical 
sympto~ns but also social and spiritual care with the goal of having the best quality of 
life possible for the persol1 who is ill and their family. Because you are 'family' aid 
the person who cared for their partner, the researcher is keel1 to hear your stoly. Of 
pa~ticular interest is what it was like being both partuerlwife aud carer. By hotlouru~g 
your stories the researcher hopes to enrich nurses imderstandings of your unique 
experience. This' research Inay infonn efforts to improve the care and services 
provided to nual women \then faced with caring for their dying partner. 
Taking Part: 
If you are still interested i n  taking part in the sludy your involve~ncnt would be as 
follows: 
The researcher will talk with you on the phone to discuss the study and its objectives. 
TIie researcher will talk tluougl~ this infonnation sheet and clarify and answer any 
queries or questions you have. The resea~cher will also discuss infonned consent. You 
will not be expected to sign a consent fo1711 at this stage. The researcher will phone 2- 
3 days later, once you have had time to reflect, to check that you still agree to take 
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part in tlie study. If you agree to take part a date and tune will be arranged to meet. 
The researcher suggests your own home, if that it agreeable. If you would feel more 
comfortable in a~iotl~er setting this can be arranged. At this interview a consent form 
agreeing to take part in the study will need to be signed and you will need to verbally 
agree to participate in the study. The interview can then proceed. The interview is 
expected to take anything fiom 2-3 hours. There will not be a long list of questions, 
but will be guided by your experiences. The researcher plans to audiotape tlus 
interview; these tapes will be transcribed by a transcriber who will sign a 
confidentiality agreement. You will be given a copy of the audiotape for your own use 
and it also e~~ables you to verify the accuracy of ihe transcription. 
Your Rights: 
You do not have to take part in this study. You can refuse to answer any question or 
choose not to talk about any aspect of your experiences you do not feel comfortable 
sharing. You canleave tlie study at any time up until the completion of the interview 
and you have received a copy of the transcript. Interview times dates and places will 
be arranged to suit you. You can ask for any parts of t l~e  interview not to be recorded 
on the audiotape, or any sections to be deleted. 
It will not be possible to identify you in any reports that are prepared from this study. 
All those taking part in the study will have a pseudonym. Auy information provided 
to the researcher can be given with the assurance that it will be kept completely 
confidential. 
You may have someone present at tlie interview. You can ask any questions about the 
research during your participation. 
A summary of the findings of the study will be given to you if you would like them. 
As part of the writing up of the research direct quoteswill be used. It is your stories 
that are significant and make the research meaningful. You need to be comfortable 
knowing that others will see what you say. Remembering they will not know who you 
are. 
If you have any concerns regarding this study you can contact the etlucs committee of 
Victoria University of Wellington or the researcher's supervisor, Dr Margi Martin, 
senior lecturer, Graduate Scl~ool of Nursing and Midwife~y, Victoria University of 
Wellington. 
If you have any queries or concerns about your rights as a participant in this study you 
may wish to contact a Health and Disability Services Consumer Advocate on 
OS00 3j7  766. 
If you identify as Maori the researcher would like you to know that she has consulted 
with Manawlie~~ua . . , . . . who have given their approval to the research. The 
researcher has also expressed that she will undertake cultural supervision. 
Use of the Information from this Study: 
Results and information from this study will contribute towards Karen's thesis of the 
researcher. It will be lodged in tlie library of Victoria University of Wellington. It is 
possible that one or two journal articles may be written for publication and the study 
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may be presented at conferences so that what the researcher lean~s may be shared wit11 
otl~ers. The researcli will enrich nursiligs understanding of your experiences. If the 
research clearly highliglits any wealaless in the service provided to women who care 
for their dying partner, results might be used to advocate for the necessary changes. 
You can be reassured the thesis and presentatio~is will be presented iri a way which 
will ensure you are not able to be identified, including in the ' area. 
T l~e  researcher will keep all audiotapes and writ(e11 data in a locked lililig cabiuel. All 
audiotapes, computer disks and transcriptions will be destroyed once they are no 
longer needed. You can request to have your audiotape interview returned to you. 
Support if the research causes any stress: 
If you feel you need to talk through any feelings, memories, sadness or thoughts that 
the researcli highlights you cat1 access a person trained in grief and loss 
support in ' The researcl~er will provide you with details if you need this 
service. Similar types of study show that most participants find that sensitive studies 
provide the opportunity to tell your story and reflect on something that has been 
extremely significant in your life. 
Number of participants: 
This research is interested in obtaining rich, in-depth material and because of the 
amount of infonnation it is expected each participant will provide the number of 
participants is limited to four. If you are interested in taking part you are asked to 
contact: Karen Campbell on 525 973% 
For any fualler questions regarding the study contact the researcher. 
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APPENDIX C 
1: Complaints procedure 
2: Grief Support 
3: Supervisor detail 
ITa~ly co~lcerns or co~i~plai[~ts should arise as part ortl~is ludy i l l  relatio~~ lo t l~e 
set-vices you receivcd duri~~g. .. ... .. . ... .. . . .. . . . illi~ess tllesc sl~ould be discussetl i n  l l~e 
first irista~~ce will1 tllc .. Heallll Serviccs manager, 
l f you do not wisl~ to discltss t l~c  issucz~t Illis level you rnay co~ilact hc 
. District I-lealtl~ Boat-ds comj)lni~~t co-or-dillator by pho~~iiig 03  5461800 
aud aski~lg'ror Judy Williculls. 
1I'you arc ilol satiifictl wit11 tllis;,rocess you [nay wish to co11lac1: 
ADVOCACY SOUTH ISLAND: 03 544 41 16 Freepl~oi~e: 0800 377 766 
If you need to talk througll a ,y  feelings, thoughts, ~nerno~ies or sadness you can 
co~~tact  
- , is a support perso11 for grief and loss in 
. She maybe known to you tl~rougll ier involvement with the Nelson 
Regional Hospice Trust homecare service in . : . Thus service is free. 
UNIVERSITY SUPERVISOR DETAILS 
If you ltavc ally concerns about this rescarclt yort call co~ilact he rescarclier's 
university supervisor. 
Dr. Margi Martin 
Graduate School of Nursiug and Midwifery 
Victoria Utliversity of Wellington 
Wellington ' 
Ph: 04 463 6140 
Fm: 04 463 5442 
Free$11011e: 0800 108 005 
E~uail: Margaret.Marti~~@slavrlw.ac.t~z 
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APPENDIX D Transcriber confidentiality agreement 
'1'0 ells1xl.c cotlficlc~lti:~lity for t l ~ c  W ~ I I I C I I  w l~osc  i ~ ~ t c ~ . v i e ~ v s  I will be privy 
............................................. ................................... (0. 1 of 
state ll~at I will 1101 divulge any i~ifom~ation i  the lranscripls I produce 
for the researcher Karen Campbell. 
. , S ~g~iatm'e.. ....................... 
-. 
Date .......................... 
Thank you for signing this agreement 
Signature.. .................... 
Karen Campbell 
Researcher ' 
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APPENDIX E Consent form 
CONSENT FORM 
STUDY: Rural women's experience of caring for their terminally ill partners 
CONSENT TO PARTICIPATE IN RESEARCH 
I have been given information about this study in both written and verbal form 
I have had the opportunity to discuss this study with the researcher. I have had time to 
consider whether to participate. My questions regarding the study have been answered 
to my satisfaction. 
I understand that I will be asked to talk about my experiences of caring for my partner 
when they were terminally ill. 
I understand that I may withdraw f?om the study and /or withdraw any information 
provided up until the imnscript has been read. I am aware that unless I request 
otherwise I will receive a copy of the transcript to ensure accuracy and indicate if 
there are any areas I would not like revealed for privacy reasons. 
I agree to provide information to the researcher on the understanding that it is 
confidential and that all my information/data will be kept secure. I understand that I 
can request the audiotapes of the interviews will be returned to me at the end of the 
project. 
I have been given a copy of the information sheet and consent form and agree to 
barticipate in the study under the conditions set out on the information sheet 
I consent to the inteniew being audio taped. 
I agree to my interview being transcribed and understand that the transcriber has 
signed a confidentiality agreement. 
I know whom to contact if I have any concerns regarding this study and am aware that 
the study has ethical approval. 
I understand &at to keep my participation in this study confidential I will be given a 
pseudonym. I know that any information that enables me to be identified will be 
removed. I also know that although the research will be carried out in the 
area will not be identified. 
I give my permission to use direct quotes f?om my interview and am aware these may 
be used not only in this study but also in related articles and presentations. 
I know how to access grief and loss support should I require this service. 
GRADUATE SCHOOL OF NURSING & MIDWIFERY 111 
PO Bux 600, Wellirigfo~r, Neiu Zealnrai 
T~~lrpkoric c64-4-463-5363, Frecphorre 0800 108 005, Fncsinrile +64-4-463-5442 
Elrrnil rrtrrsir~g-~rridruiferYQu~~iu.nc.nz Wcbsife: iururu.uuw.nc.r~z/~isemid 
VICTORIA UNIVERSITY OF WELLINGTON 
Te W~arc Wfirinnga o t e  Upoko o te Ikn a Miiui 
I understand I will be informed when the thesis is available to be read. 
I hereby consent to take part in 
this study. 
Signed: 
Name 
Eate: 
Researcher: 
Signed: 
Date: 
GRADUATE SCHOOL OF NURSING & MIDWIFERY 112 
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